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Preface 


Nicole Brown and Jennifer Leigh 


In September 2017, Nicole came across an announcement for a 
symposium in the United States that would explore academic ableism 
and the notion that disability in higher education is conceptualised as 
a problem in need of a solution, rather than a different way of working. 
Unfortunately, unless you were in the lecture room at that particular 
university at the time, there was no way to be involved in the symposium, 
nor was it possible to access any materials from it. The irony of this 
academic ableism was not lost on us; and the idea for a different kind of 
academic ableism event in the UK was born. The aim would be to have an 
event that would be fully accessible at all levels and that would produce 
concrete outcomes, of which an edited book would be one. This event 
would not be yet another symposium or conference that left delegates 
feeling that nothing had changed or been achieved once it ended. 

The ‘Ableism in Academia’ conference that resulted from this idea 
was held at the UCL Institute of Education in March 2018. Initially the 
conference was going to be for 40 delegates, but these tickets were sold 
out within the first 24 hours. Consequently, the number of tickets was 
increased to 80, and these sold out within the subsequent few days 
with more than 100 people on a waiting list. As there were so many 
who wanted to attend and could not, we organised livestream viewing 
opportunities at the University of Kent, the University of Manchester and 
Birkbeck, University of London. Additionally, anyone was able to view 
the livestream or catch up with the recording via the UCL TV YouTube 
channel: https://www.youtube.com/watch?v=6ZScXkO40Pk. At the 
time of writing, in March 2020, the YouTube video has had more than 
1,000 views and the @AbleismAcademia Twitter handle has more than 


1,000 followers (it only follows 37 accounts). The 2018 conference 
hashtag #AIA2018 generated 978 tweets from January before the 
conference to three days after the conference. 

The event was not only popular but also topical. In the course of 
the #MeToo movement it emerged more strongly than ever before how 
certain voices in society had become marginalised. With the conference 
we offered individuals a safe space to explore and theorise what it feels 
like to be ‘othered’ and ‘different’ in an environment that is usually seen 
as privileged, yet where many feel they cannot openly disclose their 
needs (see Brown and Leigh 2018). Most delegates and speakers had 
been personally affected by ableist attitudes within academia and had 
felt that something needed to be done to change these. The conference 
was organised in two parts, with lightning talks in the morning and a 
workshop in the afternoon seeking to answer five key questions: 


1. How does your disability/disadvantage affect you in the workplace 
and what practical effects does it have on your ability to perform 
your role? 

2. What does your employer do to help you, and what more could 
they do? 

3. What forum(s) is/are there at your institution for discussing 
matters related to ableism? 

4. What forums are there in higher education to deal with these 
matters (from trade unions to Higher Education Funding Council 
for England)? 

5. What could/should be done to encourage members of academia to 
disclose their concerns/disabilities? 


The thought processes and preparation that had gone into the organ- 
isation of the conference were unique and unprecedented. The main 
conference room was spacious enough to allow for manoeuvring several 
types of wheelchairs and mobility aids; we ensured access to disabled 
toilets via a RADAR key; we had organised a quiet room equipped with 
a sofa, blankets, cushions, eyepatches, socks and the like; we distributed 
blankets and cushions in the conference room to make delegates 
more comfortable; we had British Sign Language interpreters and one 
deaf-blind interpreter in the room, and we had enlisted a captioning 
service for the entire day; we provided height-adjustable chairs; 
the conference programme was available in large print; we offered 
snacks from ‘free-from’ ranges with the packaging openly laid out so 
delegates were able to read the labels to consider their personal dietary 
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XV 
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requirements; we had hot food delivered as per delegates’ advance 
orders that would also cater for dietary requirements, such as sugar-free, 
gluten-free, vegan and all potential combinations thereof; and food 
was handed out to delegates so that nobody would need to navigate 
a lunchtime buffet queue. Our conference was well received and we 
ensured accessibility as much as we could, but we are under no illusion: 
it was not perfect (see Brown et al. 2018). However, this conference was 
an opportunity for many academics to engage in relevant debates and 
discussions from the comforts of their own homes: a factor that was 
particularly commended by the Twitter community. 

This book comes out of the unique experience from March 2018. 
And yet this collection is not a collection of conference proceedings. 
Some contributors to this book were involved with the conference, 
including our keynote Fiona Kumari Campbell, but others were not. It 
was always our aim not only to present lived experiences, but also to 
provide scholarly debates and theorisation to add much-needed gravitas 
to individuals’ ongoing narratives. Therein lies the strength of this 
collection. 
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PREFACE 


Introduction: Theorising ableism 
in academia 


Nicole Brown 


In the contemporary context of social rights and activist movements 
such as those associated with combatting sexual harassment, gun and 
knife crime or climate change, we can observe a typical pattern of public 
responses. These movements offer voices to those who are marginalised, 
and indeed provide the confidence needed for many people to stand up 
for specific issues. This, in turn, increases awareness and understanding 
of and for the marginalised. However, the stronger specific movements 
become, the more likely it is that the general public will experience a 
sense of saturation, leading individuals from marginalised groups to be 
sidelined once more. Collections like this one are necessary to bring into 
the public consciousness the matters of those who are marginalised and 
who negotiate difficult contexts. 

Traditionally, academia has been seen as an ivory tower, as elitist 
and privileged. However, publications in the first decade of the twenty- 
first century have highlighted some of the realities of contemporary 
academics. Such publications have focused on the narratives of women 
of colour in academia (Gabriel and Tate 2017) and the depiction of 
neoliberal academia from a feminist perspective (Taylor and Lahad 
2018), emphasising how navigating academia is a personal and political 
endeavour requiring intense emotion work. To further debates in and 
around academia, this collection focuses on experiences relating to 
disabilities, chronic illnesses and neurodiversity within higher education. 
Drawing on theoretical frameworks usually associated with sociology, 
anthropology and disability studies, for example, the contributors in this 
collection theorise their personal experiences and contextualise these 


within the wider societal, social, cultural and academic discourses. The 
contributions in this collection therefore provide an insightful snapshot 
of what it means to be ‘othered’ in contemporary neoliberal academia. 


Context of contemporary higher education 


Over the last three decades the UK higher education sector has seen 
drastic changes: it has become marketised and bureaucratised (Hussey 
and Smith 2002; Tilak 2008; Gewirtz and Cribb 2013). Government 
cuts to direct funding and the introduction of new funding systems 
have devolved financial responsibility to higher education institutions 
(Thompson and Bekhradnia 2010; Department for Business Innovation 
and Skills 2011). This means that institutions are under increasing 
pressure to attract students who are effectively the financers of their own 
studies, and higher education institutions compete directly for students. 
The process of universities turning into corporate businesses is stimulated 
further by globalisation and internationalisation (Law and Hoey 2018). 
As emerging Asian and South American economies look towards 
English-speaking countries to provide education for their students, 
competition within the UK higher education sector becomes fiercer, 
particularly as international students bring in more money than students 
from the UK. The result of such cost-benefit approaches is consumerist 
behaviour on the part of students and their parents and a tertiary sector 
that is about meeting students’ expectations, bettering value for money, 
improving employment opportunities, enhancing employability skills 
and achieving specific outcomes (Hussey and Smith 2002; Department 
for Business Innovation and Skills 2016; Robinson and Hilli 2016). 
These external factors related to neoliberalism within higher education, 
and the resultant changes to academic career paths, budgetary devel- 
opments and student intakes impact academics’ roles and identity 
(Marr and Forsyth 2011; Henkel 2000). And yet working in academia 
continues to be romanticised (Lovin 2018) and is still seen as a career 
worth striving for (Bauman 2001) as it evokes the image of like-minded 
individuals sharing knowledge and expertise in collegial collabora- 
tion for the betterment of society and the common good (Lewis 2008; 
Tilak 2008). Academia represents privilege, autonomy and flexibility, 
although having freedom and autonomy does not mean academics can 
do what they want (Bauman 2001). They are continuously required to 
carry out high-quality research, acquire relevant research funding and 
produce reputable research publications (Abouserie 1996; Watermeyer 
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2015). This is in addition to teaching commitments and consistent 
engagement with the public to ensure long-term research impact. The 
universities’ subjection to consumerism is further compounded by 
government initiatives that link student fees to institutional achieve- 
ments such as research outputs or teaching excellence. Measures to 
ensure that targets are met and that courses retain credibility include 
the introduction of benchmarks, frameworks and criteria. These policies 
and initiatives resulting from the demand for accountability lead to 
managerialism and bureaucratisation within higher education (Winter 
2009; Waitere et al. 2011). Paradoxically, universities are under pressure 
to perform and demonstrate high levels of achievement, but at the same 
time concede to massification of higher education (Harris 2005). The 
pursuit of excellence is crucial if an institution is to gain higher status 
and a better reputation across the higher education market, which in 
turn attracts more students, more staff and more funding. Excellence 
therefore leads to prestige, a relational value against which institu- 
tions measure themselves (Blackmore 2016). For individuals, working 
in a prestigious institution is a motivation to increase their productivity 
and the quality of their own work as a way of contributing to the insti- 
tution’s collective prestige (Blackmore 2016). The premise for such a 
rigid regime of productivity, effectiveness and excellence geared towards 
tangible outcomes and outputs in order to support the prestige economy 
(Blackmore 2016) of a university is a standard, normative, fully able and 
abled being. In brief, ableism in academia is endemic. 


Studies in ableism 


The difficulty with conceptualisations is employing a definition that 
is generic and encompassing enough to include as many perspectives 
and theoretical lenses as possible, yet specific and precise enough to 
allow theorisations to be contained. Ableism is no different. As a term, 
ableism evolved in the 1960s and 1970s from social rights movements 
within the disability communities in the UK and the US (Albrecht 
2006). Ableism then described the prejudices and discrimination the 
disability community was faced with. In this original iteration, ableism 
was a specific form of -ism relating to and experienced by those whose 
bodies or whose ‘physical, mental, neuronal, cognitive or behavioural 
abilities’ (Wolbring 2012, 78) were not standard, normative, typical, but 
somehow different. The development of the concept is closely linked to 
the cultural lens within disability studies and so ableism is described as 
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a network of beliefs, processes and practices that produces a 
particular kind of self and body (the corporeal standard) that is 
projected as the perfect, species-typical and therefore essential and 
fully human. Disability then is cast as a diminished state of being 
human. (Campbell 2001, 44) 


As explorations of lived experiences increased within disability studies but 
also beyond, there came the recognition that ableism affects more than 
visible forms of disability. Over time therefore the term evolved to signify 
an ‘umbrella ism for other isms’ (Wolbring 2008, 253). Consequently, in 
public discourses ableism has become synonymous with experiences of 
racism, sexism and ageism, but also of invisible disabilities and chronic 
illnesses, the ‘non-normative other’. Scholarly explorations have warned 
about the dangers in separating studies in ableism from disability studies 
and the risks individuals take by researching ableism without knowing 
the breadth and depth of the disability studies canon (Campbell 2009). 
At the same time, however, personal experiences cannot be dismissed. 
While ableism has been defined (see e.g. Campbell 2009; Wolbring 
2012; Dolmage 2017) and an outline for how to study ableism has also 
been developed (Goodley 2014), little work has yet been undertaken 
in relation to the higher education context. This collection calls into 
question the many binaries we encounter: academics’ multiple identities, 
which are often at odds with one another; the role of internalised norms, 
which we all strive for; the scientific research we undertake, which is 
opposed to the validity of personal experiences and personal positioning. 
And in the middle of all this sits the concept of the perfect academic. It is 
therefore the context of higher education with its emphasis on performa- 
tivity, efficiency, productivity and personal reflectiveness that requires 
our attention. This is where individual experiences often jar with the 
focus of the disability studies canon. Disability studies emphasise social 
and societal barriers and challenges, reject the (bio)medical model of a 
body at fault and seek to embrace disability as an asset and as a different 
way of working. Within academia, where perfectionism, productiv- 
ity and excellence are internalised, individuals may not necessarily be 
able to subscribe to this philosophy. This is why the concept of ableism 
and studies in ableism provide a helpful theoretical framework and an 
effective lens to theorise and make sense of personal experiences. 
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Ableism in academia: Disabilities and chronic illnesses in 
higher education 


Rather than embracing difference as a reflection of wider society, 
academic ecosystems seek to normalise and homogenise ways of working 
and of being a scholar. Academics with chronic illness, disabilities or 
neurodiversity are practically unseen and starkly under-represented in 
comparison to students with disabilities or disabled people in the general 
public (Brown and Leigh 2018). More recently, interest in ableism 
in academia has grown with publications such as Academic Ableism 
(Dolmage 2017), Negotiating Disability: Disclosure in Higher Education 
(Kerschbaum et al. 2017) and Mad at School: Rhetorics of Mental Disability 
and Academic Life (Price 2011). However, to date no attempt has been 
made to theorise ableism in academia. This book provides the interdis- 
ciplinary outlook on ableism that is missing. Drawing on research data 
and personal experiences, members of academia theorise and concep- 
tualise what it means to be and to work outside the stereotypical norm. 
The focus of the book and its outlook on ableism are not grounded within 
approaches commonly associated with disability studies. The theoretical 
conceptualisation of ableism is set within the context of the variety 
of knowledge production in academia. As such, contributors define 
disability, ableism, chronic illness and neurodiversity on their own terms 
rather than following the prescription of a specific interpretative model. 
Through engagement with scholarly debates and theorisations of the 
body and embodiment, and emotion and identity work, and drawing on 
theories from sociology, disability studies, education studies and the like, 
this book foregrounds how individuals make sense of their experiences of 
ableism in academia. It is this particular approach to theorising disability 
and chronic illnesses that explains why some conceptualisations and 
outlooks are more prominent than others. Throughout the book, many 
contributors have used Goffman’s Presentation of Self in Everyday Life 
(Goffman 1990/1959) and Stigma: Notes on the Management of Spoiled 
Identity (Goffman 1990/1963) to make sense of their experiences, while 
others refer heavily to feminist and poststructuralist philosophy. Three 
contributors used poetic inquiry to theorise and make sense of their 
experiences of ableism in academia, which resulted in a poetic form of 
expression. As a scholarly endeavour and a specific form of arts-based 
research, poetic inquiry is a qualitative research approach that helps 
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to provide new insights and learning; to describe, explore, discover, 
problem-solve; to forge micro-macro connections; to engage 
holistically; to be evocative and provocative; to raise awareness and 
empathy; to unsettle stereotypes, challenge dominant ideologies, 
and include marginalized voices and perspectives; and to open up 
avenues for public scholarship, usefulness and social justice. (Leavy 
2015, 21-7) 


Using poetry as/in/for inquiry connects the private with the public, the 
specific with the general, the personal and intimate with the cultural 
and social to ‘lay naked the taken-for-granted assumptions and social 
structures’ (Faulkner 2020, 7). As this book seeks to provide insight 
into the wide range of issues and concerns of those who may not fit the 
expected norms of the stereotypical academic, so its form was opened to 
poetic inquiry. 

As a result, this book offered contributors the all-important space 
and opportunity to explore and theorise personal experiences. More 
specifically, the aim of the collection is to provide an open engagement 
with ableism issues that is not confined by or restricted to disciplinary 
conventions or categories. Therefore, researchers and students will 
find the book interesting, as it offers a topic that has yet to be covered 
in this specific way of theorisation and personal experiences. Higher 
education researchers may be used to interdisciplinary approaches, 
but disability, chronic illness and neurodiversity are not commonly 
explored in these ways. For disability studies researchers, the approach 
of combining disability, chronic illness and neurodiversity will be novel, 
as from a disability studies point of view the three are seen as different 
experiences. From an ableism studies point of view, however, they 
are clearly related. Researchers from sociological studies will find this 
collection particularly fruitful and interesting, as the societal ramifica- 
tions are laid bare. For staff and students in the tertiary sector this book 
provides theory and conceptualisation, theorisation and also personal 
interpretations of ableism in academia. Academic and non-academic 
staff members, as well as students, will benefit from the combination of 
theory and experiences. The debates around ableism, equality, disabil- 
ities and inclusion are meeting the current trend within academia, and 
this book offers a wide range of readings. 

The opening chapter by Claudia Gillberg is concerned with 
knowledge production and ways of working in academia, while also 
addressing prejudices and expectations of disabled bodies. In her chapter, 
Gillberg argues that disabled people are often seen as non-academic or 
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intellectually weaker and therefore, for her, education and participation 
in academia are an issue of social justice. Her suggested way forward 
is to break down existing norms and conventions and for academia to 
reflect differences in knowledge production accordingly. In her chapter, 
Francesca Peruzzo also explores ableism from personal experiences, but 
from the position of a non-disabled academic researching disabilities. 
Drawing on Foucault, Peruzzo questions and challenges the expectation 
that only the disabled should be engaged in ableism studies. Thereby, 
Peruzzo hints at the normative body within disability scholarship 
needing to be an otherwise non-normative body. The chapter by Nicole 
Brown reports on an empirical study with academics with fibromyal- 
gia. The author focuses on how disclosing a condition in academia is a 
sensitive issue, requiring individuals to grapple personally and privately 
as well as publicly with appearing weak. Disclosure in this sense 
exposes individuals as vulnerable and therefore sensitivity is required in 
responding to disabled or chronically ill colleagues. Divya Jindal-Snape’s 
poem ‘Fibromyalgia and me’ is a moving expression of the narrative Ps 
self-doubts linked with the experience of having a contested, invisible 
illness. In her poem the author acknowledges the significant role the 
illness experience plays, but at the same time emphasises that there is 
more to an academic self than an illness. 

The subsequent chapter by Nicola Martin reports on findings from 
a research project and so provides evidence-based insights into the lived 
experience of disabled academics. Using the findings from her research 
Martin offers a solid basis for future steps, making clear recommenda- 
tions on how to develop more inclusive practices within academia. In her 
contribution Alice Andrews explores Derrida’s concept of autoimmunity 
and McRuer’s crip theory to theorise what it feels like when one’s body 
is attacking itself, thus one’s self. In her discussion of ableism Andrews 
specifically discusses the contemporary context of the neoliberal academy 
in the United Kingdom. In doing so, Andrews considers, questions and 
critiques the position of the standard normative self and the pressures 
of advocating specifically for those who do not fit the mould. Elisabeth 
Griffiths explores the tensions she has experienced as an academic 
interested in disability rights and disability research, while at the same 
time looking well and passing as non-disabled. Starting from a very 
personal experience of disclosing a disability and of dealing with the 
consequences of that disclosure, Griffiths reflects on how specific forms 
of knowledge production and particular ways of working are normalised 
and disability is not considered appropriately. Ultimately, she asks for a 
wider acceptance of differences. 
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The theme of being different is also explored in the chapter by 
Carla Finesilver, Jennifer Leigh and Nicole Brown. The focus of their 
chapter lies with the expectations that disabilities and illnesses take 
specific forms and kinds. Often such conditions are interpreted as binary, 
consistent and visible, when in reality the lived experience of disability 
and chronic illness tends to be one of fluctuating invisible symptoms. 
The personal narratives in this chapter highlight the tensions in trying 
to meet expectations while at the same time needing to negotiate the 
specificities of one’s body. Jennifer Rode’s contribution is the poem 
‘Imposter’, a powerful stream of consciousness from the point of view of 
someone whose ‘different’ body and mind impact their academic work, 
while simultaneously causing self-doubt. The work by Jennifer Leigh and 
Nicole Brown demonstrates that disabilities, illnesses and neurodiversity 
are not only an external and public matter, but also a personal concern. 
They argue that ways of working in academia are often internalised to 
such an extent that individuals feel committed and obligated to fit within 
the existing norms, and thereby touch upon how the structural and 
political aspects of academia impact upon the personal and private. 

Kirstein Rummery’s exploration of the personal and political is 
the author’s journey between social activism, political campaigning and 
an academic career. Writing from the perspective of a person who has 
acquired lived experience of disability over the course of several years, 
Rummery explains the barriers to political engagement as a person 
with disability, and the tensions in the public image of a campaigner 
and activist afforded by her institutional membership. Drawing on her 
extensive professional expertise regarding the studies in ableism, Fiona 
Kumari Campbell’s chapter discusses the ramifications of disability and 
accessibility policies and reasonable adjustments. Campbell highlights 
how ableism equals social exclusion. She urges us to rethink our current 
approaches to inclusion to ensure that well-meant practices do not 
humiliate individuals. This chapter is followed by El Spaeth’s ‘A little bit 
extra’, in which Spaeth thematises reasonable adjustments. The poem 
represents a raw account of how chronically ill or disabled individuals 
are misunderstood and othered in academia. 

Nicole Brown and Jennifer Leigh use the conclusion to bring 
together key themes of the individual chapters and to outline what it 
meant and means to bring this collection to fruition. The final section 
in this collection is dedicated to recommendations for practices within 
higher education institutions to further the case the contributors make 
in ensuring the disabled and chronically ill are included in the academy 
of the future. 
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The significance of crashing past 
gatekeepers of knowledge: Towards 
full participation of disabled scholars 
in ableist academic structures 


Claudia Gillberg 


Academic knowledge, historically speaking, is intrinsically elitist and 
exclusive and has served to uphold a hierarchical power system in which 
the professions enjoy supreme status and privileges such as remuner- 
ation exceeding that of other members of society (Abbott 2001; Witz 
2004). Initially, the professions were informed by the opinions and 
ideas of a handful of people who were passionate about their work and 
were often driven by intellectual curiosity, but there was a dark side to 
this: a sharp divide between the public and private sphere leading to a 
gendered divide in knowledge, with sometimes disastrous consequences 
for women’s possibilities to influence policy let alone the politically 
confined spaces to which they were restricted. While Ann Oakley’s 
research provides a new picture of some women’s astounding agency and 
high-ranking roles in public life (Oakley 2018), the role that class, race 
and disability (the lack of) played concerning women who had oppor- 
tunities was conspicuously lacking. 

Mainstream, unlike academic, knowledge in this article is defined 
as recognised knowledge that a critical mass of academics and the wider 
population can agree on. It is also knowledge people think they know 
to be true, where there is no or limited controversy in public. Examples 
of such known and broadly recognised truths are that fresh air is good 
for you, and the work environment benefits from physically present 
employees. 


Academia, in this chapter and context, is the seat of learning at 
which a formally recognised and institutionalised body of knowledge 
lying at the heart of a profession is debated, determined, taught, 
examined and perpetuated and/or sometimes re-evaluated. For instance, 
medical knowledge is taught at medical school, social work is taught to 
future social workers, engineering is taught to future engineers and the 
law is taught to law students. Subject matter constitutes an agreed-upon 
set of basic, non-negotiable skills that each member of a profession must 
possess. These are the bare minimum. Then there are more specialised 
skills, usually still part of what is required in order to be deemed fit to 
become a member of a certain profession, and highly specialised skills 
that are outside the mandatory coursework but will lead to expert roles 
and positions for some. 

It can be argued that access to and participation in higher 
education is a social justice issue, with the case for broadening and 
widening access to higher education having been made and driven by 
differing ideologies and agendas for several decades (Morley and Walsh 
1995; Delanty 2001; Percy, Zimpher and Brukardt 2006; Shah, Bennett 
and Southgate 2015; Alphin, Lavine and Chan 2017; Gillberg 2018a). 
The Open University, for example, has played a special role in the UK 
with its vision of lifelong learning as a tenet of a democratic, participa- 
tory society, expressed through courses and modules open to all people, 
but recent years have seen changes for the worse for disabled and 
chronically ill students, especially following the UK government’s higher 
education reforms of 2012 (see http://www.open.ac.uk/about/main/ 
strategy-and-policies/mission, https://theretiringacademic.wordpress. 
com/2018/04/13/closure-at-the-open-university). The introduction of 
tuition fees increased costs considerably for Open University students 
and, combined with the introduction of time limits for the funding of 
degree courses, made the completion of a degree for those suffering from 
a chronic illness, whose health may fluctuate, more difficult. 

In debates on higher education an oft-forgotten aspect is that 
members of faculty or temporary academic staff might also be disabled 
and have difficulty conforming to norms dictating physical presence in 
the workplace (Lloyd 2015; Brown and Leigh 2018; Brown, Thompson 
and Leigh 2018; Johnston, MacNeill and Smyth 2018). Disabled 
academics have extensive lived experience of disability and, even if their 
field of expertise is far removed from disability studies, will at some point 
feel prompted, encouraged or even forced to contribute with knowledge 
engendered by that experience, relating to disability and academia 
(Wendell 1997; Honeyman 2016). This may make an impression 
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but their contribution as disabled academics, while also represent- 
ing disabled people, might slowly change some people’s perception of 
their disabled colleagues, if the latter choose to come out as disabled 
— a difficult choice to make, given the negative impact it may have on 
their future career opportunities, presenting a potential conflict between 
personal ambition and the societal good. This touches on Kafer’s (2013) 
ideas about the political/relational model of disability rather than fully 
subscribing to either the medical or social models of disability, both of 
which, she argues, are problematic relating to the disability/impairment 
divide. Kafer’s proposition makes sense in relation to Fraser’s concept of 
recognition and representation and discussions about political spaces of 
justice (Fraser 2008; Fraser et al. 2004; Fraser and Honneth 2003). 

‘Coming out’ and the complex issue of representation for disabled 
academics is a double-edged sword involving an intricate web of negoti- 
ations, rarely with the promise of a positive career outcome. If they focus 
solely on their core work, they may face trouble involving other issues, e.g. 
having to explain lengthy absences from work, or continued sick leave, 
with no possibility of demanding that reasonable adjustments be made 
if they previously decided not to disclose. This needs to be understood as 
a personal and political decision in a highly politicised context, not only 
in academia but also in disability activism and the academic professions. 
Whatever disabled academics decide about embodying disability 
in academia, the issue will arise of the extra workload required for 
anyone with a disability to participate on the same terms as able-bodied 
colleagues. This unremunerated additional labour is an unfair burden for 
disabled academics, made more difficult by the fact that all academics 
are often expected to shoulder excessive workloads, especially early 
career researchers lacking permanent employment (Lloyd 2015). 

Why would change in academia be required at all? As previously 
suggested, a social justice issue arises when there is a power imbalance 
impeding people’s possibilities to participate on their own terms in 
contexts that affect them. For clarity, in this article the term ‘professions’ 
relates to those closely linked to academic disciplines, e.g. medicine. 
Professional bodies are traditional upholders of societal order and norms, 
the medical and legal professions being the archetypes of traditional 
professions that used to be deeply respected. While this respect may have 
diminished, there is no denying that medical doctors and lawyers still 
have a firm grip on sometimes rather intimate aspects of people’s lives. 
For example, women with conditions such as endometriosis can wait 
many years for a correct diagnosis on the strength of which they may 
then gain access to quality healthcare. During the years in which they 
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are ill without a diagnosis, they risk being misunderstood, stigmatised 
and maligned, and losing their jobs and family support. The absence of 
a legitimate diagnosis can mean loss of status, loss of identity and loss of 
life, be that through suicide or premature death (Gillberg 2018a, 2018b; 
Gillberg and Jones 2019). 

In a chapter called ‘Feminism’ (Gillberg 2014), I addressed ‘gate- 
crashing past established knowledge’. Key to this debate is the role that 
activism has played and can play regarding transformative change of the 
status quo. What are the possibilities and obstacles towards participa- 
tory knowledge production that rejects hierarchical ideas of knowledge 
having an intrinsic or inherent value depending on who and in what 
context it evolved? Drawing on Fraser’s (2008) concept of recognition, 
it is worth considering her experience of activism. She harboured hopes 
of grassroots activism benefitting from her critical thoughts on how to 
advance feminist issues and assumed that writing for two audiences was 
possible, maybe even mutually beneficial, but soon discovered that her 
efforts were in vain. 

Feminist scholars are not known for their propensity to help 
disabled scholars, something Shelley Tremain and Susan Wendell have 
described in what are recognised as mainstream feminist theories that 
tend to reassert the status quo - that is, disability as a failing body and 
frailty that is deficient and undesirable. Feminist and disability activism 
have not enjoyed a frictionless relationship in the past few decades, or 
perhaps ever (Morris 1993; Wendell 1989; 1997; Ryan 2014; Syfret 
2015; Goyal 2016; Liebowitz 2019; Gillberg 2018a; 2018b; Tremain 
2017). As Goodley and Moore have discussed, disability activism and 
academia are characterised by uneasiness (Goodley and Moore 2000). 
The question is whether this uneasiness presents an opportunity to 
channel new knowledge into academia and if such knowledge might be 
conducive to an academic discipline’s development while offering new 
insights into what academia is and can be. 


Knowledge and the formation of the professions 


One of the most ancient and respected professions is medicine, which 
is also notable for having potentially the greatest impact on a person’s 
wellbeing, especially if the person is female. Regardless of how 
empathetic a medical doctor may have been towards a female patient 
presenting with symptoms of severe pain, the recognised knowledge in 
the past was that women were frail and given to hysteria, an attitude 
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that continues to this day (Gillberg and Jones 2019). Medical education 
as an academic discipline was complicit in legitimising this attitude by 
producing the knowledge that subjugated women: this was political, 
ensuring that women were kept out of the public sphere. The current 
Medically Unexplained Symptoms diagnosis is a flawed twenty-first 
century construct that has evolved from the same misogynistic prejudice 
that has permeated medical education and research for centuries 
(Gillberg and Jones 2019; Redinger et al. 2018). 

Women from the period c. 1880 to 1920 deserve a special mention 
here, since figureheads such as Jane Addams (1860-1935) brought 
activism into academia and arguably contributed to the formation of 
the academic disciplines of sociology, social work, feminist philosophy, 
education and several others (Oakley 2018). Oakley discusses predom- 
inantly sociology and social work in the context of her research into that 
historical epoch (Fischer, Nackenoff and Chmielewski 2009; Gillberg 
2012; Oakley 2018). There were also men who genuinely wished to be of 
service to society and were driven by compassionate insights into human 
suffering and visions of a fairer societal system (Dewey 1927, 1938), but 
delineation in the name of professionalisation has always been at the 
heart of knowledge production in academia. Academic disciplines are 
competing in the marketised higher education system, where the fight 
for limited funding is fierce. 

Theoretical texts on knowledge and knowledge production in 
academia are plentiful (Bourdieu and Passeron 1990; Morley and Walsh 
1995; Schuller and Watson 2009; Honeyman 2016), yet historically 
speaking a scarcity of theories on disabled academics’ possibilities for 
contributing to the mainstream body of established knowledge is notable 
(Tremain 2019). Social media has opened alternative channels of 
communication for disabled academics to convey information, research 
questions and grassroots activism , and some have taken the opportunity 
that Twitter, for example, offers to initiate debate on controversial 
questions or issues that are not on any agenda in the academic sphere 
(e.g. Chronically Academic 2020). 


Multiple meanings of participation 


Some academic disciplines have concerned themselves with the concept 
of social citizenship, arguing that citizenship is more than being a 
recognised part of a sovereign state with clearly defined borders. Full 
social citizenship concerns the type of participation with which this 
chapter is concerned (Addams 1905; Dewey 1927; Duffy and Perez 
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2014; Sépulchre 2018). Political scientists may not like citizenship 
being used in contexts outside their political expertise but as Ruth Lister 
(2003) has also pointed out, citizenship comprises more than passports 
and the right to vote. This is the argument that some on the fringes of 
the suffragette movement offered when they started looking at issues 
other than the vote, so attempts to broaden the understanding of the 
materiality of citizenship are not new (Oakley 2018). 

To be able to voice concerns within a social citizenship context is to 
engage actively in a country and in local communities. Utilising contacts 
and networks in which citizens’ concerns are heard and potentially 
acted on is an expression of participation as a citizen. What is the 
opposite, the antonym of participation? It is the inaction of others. It 
is the refusal to react. This shifts the focus onto structures and systemic 
failings of individuals who do not participate to the best of their ability 
and knowledge, but it does not blame them for not managing to be 
included or for failing to adhere to preconceived notions of what should 
work for them. Meaningful analyses of such failings could involve 
the prerequisites for social citizenship by deconstructing it into its 
multifaceted activities. 

By using participation as a theoretical concept and practical means 
with which to assess an individual’s or group’s involvement in certain 
contexts concerning the individual and group, participation allows a 
focus on what works and what does not. Participation as a concept is 
different from others, such as inclusion, in that it does not necessarily 
require an invitation or permission to participate, while barriers to 
participation lie elsewhere and can be addressed (Reid and Gillberg 
2014), at least in part, by the social model of disability. Participation, 
while far from perfect, corresponds to Addams’s vision of a pluralistic 
society that demands accountability and knowledge. It also corresponds 
with Fraser’s social justice theory of the concept of recognition, because 
genuine participation must entail recognition of one’s agency and 
knowledge. 


Activism and reciprocal learning 


Activism is defined here to mean concerted efforts to change the status 
quo based on jointly identified barriers that render parity of participa- 
tion and full social citizenship difficult or impossible. Activism can mean 
many different things in practice, but it should not be conflated with 
actionism, the latter being ill defined, often a spuriously decided-upon 
measure to reach a short-term goal with little or no long-term effect, 
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potentially causing more harm rather than creating wider understand- 
ing and acceptance (McRuer 2006; Gillies 2014; Disabled People Against 
Cuts 2018; Mann 2018). 

Social activism is of prime importance in enabling the understand- 
ing of theories or methodologies involving participation and knowledge 
processes in a world where women’s concerns, especially disabled 
women’s concerns, are not the norm. Feminist pragmatism arose from 
a determination to comprehend the conditions of life experienced by 
women and, if necessary, to alter them for the better based on principles 
of participation, reciprocal learning and ethics, expressed by the 
inclusion of multiple perspectives of lived experience and collaborative 
decision-taking (Gillberg 2012). 

Research-based activism was one of Addams’s philosophical tenets 
(Gillberg 2009, 2012). Addams was a philosopher whose work united 
feminist perspectives with a determination to engender social change via 
co-operative action (Hamington 2018). Activism without a thoroughly 
researched knowledge base would not do for several reasons, including 
the ontological and epistemological. Addams realised that without 
established truths and conscious efforts to put realities on the map, there 
could be no social justice, irrespective of the enthusiastic activist efforts 
of her peers. Fraser’s concept of recognition here translates as ‘x is both 
recognised and affirmed, attributing a positive evaluation to x’ (Fraser 
2008). Kafer’s (2013) political/relational model aligns with Fraser’s 
critical concept of recognition, where the mutuality aspect is essential. 
In terms of change - that is, gatecrashing past keepers of mainstream 
knowledge — collective agency is at the heart of Addams’s philosophy 
and it is the methodological prerequisite of reciprocal learning (Addams 
1905, 2017). This is a critical validity criterion for knowledge production. 

Ann Oakley (2018) provides a thorough and meticulous account 
of feminist activism and academic knowledge building in the period 
1880-1920 that still holds currency in today’s complex and confusing 
climate. Feminist pragmatism in its contemporary form addresses a 
multitude of social justice issues already making the case for broadening 
mainstream knowledge (Gillberg 2012; Hamington and Bardwell-Jones 
2012). However, it is questionable how inclined academic feminists, irre- 
spective of discipline, are to engage in activism. Does today’s activism 
for social change require academic knowledge and collaboration with 
academic disciplines at all? Or are Addams’s theories of social change 
obsolete? Also, do activists listen to academics, can there be any collab- 
oration in Addams’s spirit? 
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Reciprocal learning is a validity criterion for some methodolo- 
gies; for instance, Reid and Gillberg (2014) argue that for there to be 
reciprocity, the transactional or reciprocal learning must be genuine, 
validated by each participant’s involvement in collective action and 
decision-making processes. This requires the researcher(s) to be open 
to scrutiny and critique and to learn from their participants’ concerns 
rather than to reject them. In other words, feminist participatory action 
researchers commit to creating parity of participation for the co-produc- 
tion of knowledge. Reciprocity, according to Addams, or transactional 
learning, according to Dewey, is an expression of democratic participa- 
tion in a society that takes its citizens seriously. It becomes unaccept- 
able in such a knowledge paradigm to produce knowledge for certain 
groups of people based on spurious assumptions about them. There is 
a discussion among researchers pertaining to the extent to which they 
need to be disabled themselves to understand their field of research in 
the area of disability studies, but this is a discussion that exceeds the 
parameters of this chapter and deserves to be thoroughly considered 
elsewhere. 


Challenging ableism in academia 


Academia houses many disciplines that are at odds with each other 
(Becher and Trowler 2001), mainly because they operate in different 
paradigms while also competing for funding. Universities’ civic duty has 
often been replaced by corporate power philosophies or managerial- 
ism, erecting walls of pseudo-efficiency between those studying subject 
matter and their teachers (Percy, Zimpher and Brukardt 2006). This said, 
the normative framework of the ever-available able-bodied academic 
driven by ambition, and in a climate of university rankings, leaves little 
room for those who do not conform with this ableist framework (Morley 
and Walsh 1995; McRuer 2006; Brown and Leigh 2018). Insofar as a 
university is a centre for knowledge culture and making contributions 
upholding the social order, it is not just a knowledge producer but a 
transmitter of culture, and as such a central actor in society (Kadoda 
2018). As Delanty says, ‘the main social change that we need to note is 
that because of different rates of change the university has been most 
affected by the changes in the mode of knowledge and changes in the 
social order’ (Delanty 2001, 57). 

The difficulties with ableist knowledge and practices occur at all 
levels and are only perceived as such by those affected by the ableist 
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knowledge paradigm in which academic disciplines exist and keep 
producing, perpetuating and endorsing ableism, mostly unwittingly. 
Oakley’s most recent work (2018), brilliant as it is, is full of a history 
steeped in ableism: formidable, admirable activists producing knowledge 
that would not have been produced without them, because men would 
never have noticed the issues that blighted women’s lives; strong, healthy 
bodies travelling around the world, putting their lives on the line, intel- 
lectually and physically, for social and political change. There was no 
room for the frail bodies, deformities or ‘weakness’ present in those 
suffering from disability and/or severe chronic illness. To enforce this 
point, Oakley (2018) mentions several feminist thinkers and activists 
who openly argued for eugenics, which represented the spirit of the 
time; I would argue such thinking prevails to this day. 

As Gillberg and Pettersson argue (2019), ableism is deeply 
rooted in a historical understanding of the necessity to disregard unfit 
bodies. Based on such a historical understanding of ableism, Gillberg 
and Pettersson raise questions regarding legal, cultural and political 
recognition of disability rights in practice, while Brown and Leigh 
(2018) problematise scarce disclosure among disabled academics. 
Fraser’s theory of social justice (2008) posits that recognition is about 
cultural and social status, i.e. groups that are denied recognition will 
systematically be oppressed and stigmatised by their own culture. In 
other words, recognition is about how certain groups are portrayed by 
others and what room for manoeuvre the groups themselves are given 
to vocalise their concerns. Fraser (2008) is adamant that social justice 
requires recognition and redistribution. The latter is not discussed in 
further detail in this chapter but pertains to reallocation of resources to 
historically and politically under-privileged groups. 

Ableism inside academia is nothing less than a lack or absence 
of recognition. This is a structural problem that cannot be reasonably 
resolved at the individual level, though it is at the individual level that 
the implications and consequences of ableism are felt most keenly, and 
already precarious work conditions easily become untenable (Campbell 
2009; Goodley 2014). Another consequence is that knowledge production 
inevitably suffers due to the multiple injustices imposed on disabled 
academics by ableist structures, such as numerous additional hours of 
unpaid labour to access facilities through making special arrangements, 
i.e. accessibility issues that require renegotiating ad infinitum. 

Physical strength has traditionally been described as a moral and 
indeed intellectual virtue. Feeble-mindedness, by contrast, inhabits 
ailing bodies. So it is not a leap of the imagination to assume the reverse: 
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disabled bodies do not house sharp intellects. Whatever emanates 
from a disabled body must therefore comprise at best fringe or ‘special’ 
knowledge, an addition or footnote (Gillberg and Pettersson 2019). 
Ableism in academia may well express itself through fragmentation 
and over-specialisation, i.e. special education (Delanty 2001). This can 
be useful in some respects but there is a risk that such specialisation 
may lead to further marginalisation. Anyone who has mentioned ‘crip 
theory’ (or anything relating to disability) in a research seminar that was 
not explicitly about a ‘special’ topic (McRuer 2006) will remember the 
vacant non-stares, the polite murmurs or dismissal (‘that is not what is 
being discussed’). 


Recognition through participatory frameworks 


The question is, how can disabled academics negotiate the ableism in 
knowledge production and the institutional injustices they experience? 
The impeding of their professional development and their unique 
knowledge production often has nothing to do with disability. How 
can their lived experience of being disabled, but by no means inferior, 
academics lead to full recognition and respect for their work? I propose 
that one way of dealing with a lack of recognition is through engagement 
in knowledge production contexts (not limited to research projects 
but encompassing all activities within the organisational setting of 
academia). Good examples abound, and these will be presented here. 

There are fundamental questions pertaining to knowledge and 
power because knowledge has been created, controlled and made 
available by hierarchical educational and political systems (Reid 
and Gillberg 2014). When engaging in participatory research, which 
some argue should be viewed as a new knowledge paradigm, an epis- 
temological issue is what lies at the centre and margins of knowledge 
production, and for whom is knowledge generated, by whom and to 
what end? Examples of participatory frameworks will be described. 
These frameworks comprise both qualitative and quantitative methods; 
in other words, participatory frameworks do not subscribe to the 
qualitative/quantitative divide. Participatory frameworks are not limited 
to a handful of social sciences but may also apply in the natural sciences. 
The following are examples of such frameworks, all of which have a 
strong ambition to recognition and sustainable knowledge building that 
is meaningful. 
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In feminist participatory action research (FPAR; whereas the PAR 
framework is of a more generic nature, FPAR is about particularities 
stemming from lived experiences of women’s, all women’s, lives), 
the research is done with those involved as research participants, in 
stark contrast to some medical research that takes place without any 
meaningful participation of the patient population (Reid and Gillberg 
2014; Gillberg and Jones 2019). In FPAR, as well as in other feminist 
and decolonising approaches to knowledge production, the web of 
power dynamics is referred to as oppression, marginalisation, discrim- 
ination, otherness, disempowerment and subordination. Irrespective 
of terminology, it is FPAR’s ongoing effort to question, challenge and 
understand the complexities of power and to recognise the multitude 
of ways in which it can be expressed. FPAR’s ontological and epistemo- 
logical stance includes challenging the authority of the researcher and 
shifting traditional power relations, which can be seen as controversial 
and is accordingly met with resistance from mainstream researchers, 
who define scientific rigour solely as the ability to verify or falsify 
research results through enforcing distance between and ascribing 
differential statuses to the researcher and researched. Due to its critique 
of power, FPAR challenges dominant attitudes to research, disciplinary 
silos and taken-for-granted assumptions that render invisible the diverse 
experiences of marginalised groups (Reid and Gillberg 2014). 

Another example of moving towards recognised academic 
knowledge is provided by the Centre for Action Research in Professional 
Practice (CARPP), in the school of management at the University of 
Bath, UK - particularly pertinent in this chapter as academia and the 
professions were mentioned as mutually enforcing power structures, 
but also jointly producing valuable knowledge. CARPP was created to 
develop the theory and practice of action research and it explicitly sought 
to reform academia by enabling postgraduate research that would meet 
the established quality criteria and then exceed these, leading to radical 
development of ideas and practice. A core purpose was to bring an 
attitude of inquiry and learning to key issues of our time — justice and 
sustainability. CARPP was part of an international network of people 
and institutions developing and legitimising action research in its many 
forms. Members saw this as ‘political work about which knowledge(s) 
count especially countering the privileging of intellectual knowledge’ 
(Marshall 2014, 91). 

In yet another methodological example of how to challenge 
privileged knowledge, there is citizen participation in relation to action 
research, and, as Jaitli puts it, 
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in all these approaches and methodologies, there is emphasis on 
the knowledge of the citizens and the recognition of individual 
and collective action to address issues of unequal powers which 
influence access and control over development processes. The most 
effective use of these participatory methodologies and approaches 
is evident when they are used as important means for change and 
not as ends in themselves. (Jaitli 2014, 96) 


The validity criteria for participatory action research, here to be 
understood as a methodology, are outlined as follows: 


e Catalytic validity - any rigorous action research project is 
expected to produce meaningful ways in which to implement 
and further develop jointly produced knowledge. There 
is always a risk that restricted funding and limited project 
timescales will produce flimsy results that are quickly forgotten. 
Participatory research, however, must be sustainable, 
continuing free from the original project. Therefore, new steps 
must be worded in an action plan; networks will need estab- 
lishing and allies must be found (Gillberg 2012). 

e Democratic validity — is the research problem of valid concern 
in terms of pertinence to the community or groups it claims to 
represent? Here a parallel can be drawn to an early feminist 
pragmatist, Mary Parker Follett (1868-1933), whose proposal 
for a radical form of democracy was based in local neighbour- 
hoods. Follett’s philosophy and practice were that ‘the process 
of democracy is one that can only be engaged through concrete 
experience’ (Whipps 2012). 

e Ethical validity — are stakeholders harmed by the research? 
Yoak and Brydon-Miller (2014, 306) maintain that ‘ethical 
systems are intended to clarify and advance our understand- 
ing of moral relationships and the value-based decisions we 
make’. In an action research context, this translates into the 
ability on the researcher’s part to reflect self-critically on their 
bias, prejudice and preconceived notions. There is no such 
thing as unbiased research as that would entail knowledge 
being produced in a cultural, historical and political vacuum. 
Through such self-critical examination, the framing of 
the research problem emerges in collaboration with those 
directly affected by the proposed research, allowing for multi- 
perspective input as an intrinsic part of the project. This 


ABLEISM IN ACADEMIA 


largely removes the power hierarchy between researcher and 
researched while empowering the researched to be active in 
their own lives. Not all participatory research can grant such 
a degree of involvement but in FPAR and community-based 
research, the ethical aspect is non-negotiable (Campbell and 
Groundwater-Smith 2007). 

Outcome validity means the same here as in other research 
paradigms, but an outcome must also be validated by all 
research participants and the researcher’s ability to agree on 
meaningful actions towards change for the common good. 
Such an action will be the outcome of other actions taken 
during the research process, undergoing the typical cycle 
of naming the problem, jointly deciding what action to take, 
critical evaluation, reflection and the next action towards 
problem solving. An outcome validity should always include 
clearly formulated statements by all participants concerning 
their learning process, a form of meta-learning for each 
participant that may not have anything directly to do with 
the project. An ideal outcome validity entails researchers who 
genuinely learnt from their research participants. This is what 
Addams referred to as reciprocity, an intrinsic part of being a 
fully participating citizen (Gillberg 2012). 

Process validity is a form of ongoing critical and self-critical 
evaluation of the knowledge production process. The aim is not 
to reach compromise but the relational/political engagement 
that Kafer (2013) posits in her feminist crip theory. In other 
words, process validity must be as strictly observed as outcome 
validity. 


These validity criteria translate into material consequences for all parties 
involved in the research. The knowledge produced in such a paradigm 
(critical social theory, feminist pragmatism, action research, etc.) will 
differ from the knowledge produced in a positivist or interpretative 
paradigm, where the distance between the researcher and the researched 
remains wide and hierarchical power structures are upheld, thereby 
withholding recognition for the concerns and struggles of marginalised 
groups and further cementing the systemic ableism with which not only 
academic disciplines but also professions, and to some extent activist 
movements, are infused. 
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Feminist, queer crip meets feminist pragmatism, meets 
future 


Feminist pragmatists posit that there is no need to choose between 
polarised positions when it comes to the creation of new knowledge. 
Minnich, for instance, holds that knowledge is at once subjective and 
objective: subjective because it is ‘marked by the processes of its construc- 
tion by specifically located subjects; objective in that the constructive 
process is constrained by a reality that is recalcitrant to inattentive or 
whimsical structurings’ (Minnich 2005, 257). Those operating in a 
positivist paradigm need not fear that this means a relativist, ‘anything 
goes’ approach to knowledge. On the contrary (as mentioned earlier), 
Addams and her contemporaries were adamant that their activism 
towards social change be fact-based. They needed to provide rigorous 
statistics to convey the reality of multiple injustices such as uninhabitable 
housing, starving children and women’s health, where they noted that 
immigrant women’s quality of life was worse than that of the resident 
population. Oakley describes some of these women’s work, including the 
foundation of the Children’s Bureau in 1912 (the first US federal agency 
led by a woman), established by Florence Kelley, Lillian Wald, Julia 
Lathrop and Grace Meigs, the latter a doctor who conducted a major 
study on maternal mortality rates for the bureau (Oakley 2018, 229). 
There is a valid reason for remembering such women and their work, as 
many of them were both social activists and academics, providing a link 
to Kafer’s (2013) queer crip future, or imagined future, when she argues 
that disability is devoid of feminist crip theory analysis. Kafer identifies 
this as a methodological problem that can be addressed by inserting such 
analysis in existing contexts, but in the gaps and spaces where disability 
is omitted. 

Earlier in this text, the absence of disability, of physical frailty, was 
mentioned in relation to Oakley’s sociological account of the period 
1880-1920, but it can be assumed that it was embodied by some of the 
people for whom the early feminist pragmatists did so much knowledge 
building and activist political work. This work can only be described 
as political and relational, again a parallel to Kafer’s envisaged future 
scenarios. The root problem, as identified by contemporary feminist 
pragmatists (Minnich 2005; Anderson 2007), is that beings are divided 
into ontologically, ethically, politically and epistemologically significant 
‘kinds’, but then one ‘kind’ is defined to be the norm and the inclusive 
term and ideal for all. That is a dominance-serving definitional move, 
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which leads directly to faulty generalisations that are perpetuated ad 
nauseam. 


Finally, recognition? 


When members from historically powerful academic disciplines 
denigrate knowledge production from other fields, for example rejecting 
knowledge due to its being anecdotal and of no significance or validity, 
it is often done based on hegemonic thinking uncritical of how various 
types of knowledge production have upheld professional boundaries 
specific to academic disciplines and recognition by regulatory bodies. 
The scientific method has been maintained as the gold standard for valid 
knowledge; all else is dismissed as anecdotal and unworthy of consid- 
eration or examination, let alone inclusion into the legitimate body of 
knowledge of one’s own profession. Ableism is deeply rooted in historical 
and political ignorance of the material realities of disabled people’s lives 
and there is no incentive to examine such ignorance as there are no 
repercussions. In addition, it serves to uphold historically and politically 
dominant knowledge systems, perpetuating systems of domination, 
something that Minnich (2005) identifies as the root problem regarding 
creating a fairer society in which recognition as envisaged by Fraser 
(2008) genuinely becomes conceivable. 

The organisational framework of academia is not conducive to 
knowledge production in the spirit of solidarity and collaboration. The 
excellence framework is devoid of incentives for knowledge based in 
social realities for the simple reason that it is not produced fast enough 
to be published in the highest-ranking journals and for a university to 
maintain its position on prestigious ranking lists, which is exactly what 
the upholding of knowledge systems means. What I suggest and what the 
earlier examples describe is that through collaborative projects adhering 
to a certain standard — i.e. by observing the validity criteria — disabled 
academics can inhabit spaces in which transformative knowledge 
production becomes not only possible but a new norm. In order for these 
new spaces to increase and reach wider circles, knowledge collaboration 
with grassroot activists can be in many fields, which would be ideal, but 
the problem remains that the bases for transformation are narrowly 
defined, as Fraser discovered in the 1980s when she tried to work and 
write for two different audiences, a circle she found difficult to square. 

As far as valid knowledge is concerned — at least, knowledge that 
the establishment will consider — activism must be fact-based. Again, 


THE SIGNIFICANCE OF CRASHING PAST GATEKEEPERS OF KNOWLEDGE 


25 


26 


this mirrors the insight of nineteenth-century feminist pragmatists 
who rejected unfounded actionism. It would be conducive to change if 
grassroots knowledge could reach mandatory reading lists and course 
modules in their respective disciplines. What is required is movement of 
people into areas of social transformation as envisaged by proponents of 
action research for the past few decades, or even going back to the early 
feminist pragmatists of the 1800s, who made a strong case for transcend- 
ing the private/public sphere divide through thoughtful action-taking 
paired with academic knowledge. 

Intersectional analyses are vital in coming to grips with multiple 
injustices while working towards creating a fairer society inclusive of 
disabled people. Such analyses must be effective in that they are clearly 
defined. It cannot be ‘a bit of this, a bit of that’ just to pay lip service to 
‘inclusivity but must be a methodologically sound undertaking to enable 
radical objectivity. 


Discussion 


Gatecrashing connotes a methodological revolution in the sense that 
not only do we need knowledge built on disability as the norm, but we 
must also be able as a society to say why this is so. Unless we succeed in 
confidently discussing our knowledge-producing tools (i.e. the methods 
by which we arrive at our results), and critically examine the criteria 
based on which we consider knowledge to be reliable and valid, change 
at the systemic level will remain elusive. 

Even in academia, methodology is often conflated with method and, 
even worse, data collection, which is not only reductive but incorrect. 
It results in tedious non-dialogue where a medical researcher can 
claim epistemic superiority over a disabled philosopher when the latter 
raises issues about the ontology and epistemology of lived experience, 
while the former insists on being in the right in denying the materiality 
of the latter’s lived experience as a disabled academic. In other words, 
the different knowledge paradigms are not always conducive to a basic 
intellectual commonality that would facilitate such a methodological 
revolution, rendering gatecrashing a necessity. Gatecrashing represents 
a vision of the right to demand parity of participation in social life, tran- 
scending its narrower meaning in a strictly defined political science 
context and instead encompassing activism (Fraser 2008). This must 
happen to disrupt the misframing — whether unwitting or not — of 
disabled academics’ realities, a meta-injustice that can have serious 
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repercussions for the possibility to produce and co-produce knowledge 
in those potentially transformative spaces. 


References 


Abbott, Andrew. Chaos of Disciplines. Chicago: University of Chicago Press, 2001. 

Addams, Jane. Democracy and Social Ethics. (The Citizen’s Library). New York: Macmillan, 1905, 
originally 1902. 

Addams, Jane. On Education. Abingdon and New York: Routledge, 2017, originally 1985. Online. 
https://doi.org/10.4324/9781315125541 (accessed 21 May 2020). 

Alphin Jr, Henry C., Lavine, Jennie and Chan, Roy Y. Disability and Equity in Higher Education Acces- 
sibility. Advances in Educational Marketing Series. Hershey, PA: IGI Global, 2017. Online. 
https://doi.org/10.4018/978-1-5225-2665-0 (accessed 21 May 2020). 

Anderson, Elizabeth. ‘Feminist Epistemology and Philosophy of Science’. In The Stanford Ency- 
clopaedia of Philosophy, winter 2007 edition, edited by Edward N. Zalta. Stanford, CA: 
Metaphysics Research Lab, Stanford University. Online. https://plato.stanford.edu/ 
archives/win2007/entries/feminism-epistemology (accessed 21 May 2020). 

Becher, Tony and Trowler, Paul. Academic Tribes and Territories: Intellectual Enquiry and the Culture 
of Disciplines. Buckingham: Open University Press, 2001. 

Bourdieu, Pierre and Passeron, Jean-Claude. Reproduction in Education, Society and Culture. 
2nd ed. London: Sage, 1990. 

Brown, Nicole and Leigh, Jennifer. ‘Ableism in Academia: Where are the Disabled and Ill 
Academics?’ Disability and Society 33/6 (2018): 985-9. Online. https://doi.org/10.1080/0 
9687599.2018.1455627 (accessed 19 May 2020). 

Brown, Nicole, Thompson, Paul and Leigh, Jennifer S. ‘Making Academia More Accessible’, 
Journal of Perspectives in Applied Academic Practice 6/2 (2018): 82-90. Online. https://doi. 
org/10.14297/jpaap.v6i2.348 (accessed 21 May 2020). 

Campbell, Anne and Groundwater-Smith, Susan, eds. An Ethical Approach to Practitioner Research. 
Abingdon and New York: Routledge, 2007. 

Campbell, Fiona Kumari. Contours of Ableism: The Production of Disability and Abledness. 
Basingstoke and New York: Palgrave Macmillan, 2009. 

Chronically Academic. Blog. 2020. Online. https://chronicallyacademic.blogspot.com/ (accessed 
21 May 2020). 

Delanty, Gerard. Challenging Knowledge: The University in the Knowledge Society. Buckingham: 
Open University Press, 2001. 

Dewey, John. The Public and its Problems. Athens, OH: Swallow Press, 1927. 

Dewey, John. Experience and Education. New York: Macmillan, 1938. 

Disabled People Against Cuts. ‘The History of Disability Activism: Looking Back at how Disabled 
People have Fought for Change’. 3 July 2018. Online. https://www.voicemag.uk/ 
feature/4160/the-history-of-disability-activism (accessed 22 January 2019). 

Duffy, Simon and Perez, Wendy. ‘Citizenship for All: An Accessible Guide’ [set of PowerPoint 
slides]. Sheffield: Centre for Welfare Reform, 2014. Online. https://www.centreforwel- 
farereform.org/uploads/attachment/419/citizenship-for-all-an-accessible-guide.pdf 
(accessed 21 May 2020). 

Fischer, Marilyn, Nackenoff, Carol and Chmielewski, Wendy. Jane Addams and the Practice of 
Democracy. Urbana and Chicago: University of Illinois Press, 2009. 

Fraser, Nancy. Scales of Justice: Reimagining Political Space in a Globalising World. Cambridge: 
Polity Press, 2008. 

Fraser, Nancy, Dahl, Hanne Marlene, Stoltz, Pauline and Willig, Rasmus. ‘Recognition, Redistribu- 
tion and Representation in Capitalist Global Society: An Interview with Nancy Fraser’, Acta 
Sociologica 47/4 (2004): 374-82. Online. https://doi.org/10.1177/0001699304048671 
(accessed 21 May 2020). 

Fraser, Nancy and Honneth, Axel. Redistribution or Recognition? A Political-Philosophical Exchange. 
London: Verso, 2003. 


THE SIGNIFICANCE OF CRASHING PAST GATEKEEPERS OF KNOWLEDGE 


27 


28 


Gillberg, Claudia. Transformativa Kunskapsprocessor for Verksamhetsutveckling. Växjö, Sweden: 
Växjö University Press, 2009. 

Gillberg, Claudia. ‘A Methodological Interpretation of Feminist Pragmatism’. In Contemporary 
Feminist Pragmatism, edited by Maurice Hamington and Celia Bardwell-Jones, 217-37. 
New York: Routledge, 2012. 

Gillberg, Claudia. ‘Feminism’. In The Sage Encyclopedia of Action Research, edited by David Coghlan 
and Mary Brydon-Miller London: Sage, 2014. 

Gillberg, Claudia. ‘Working in Knowledge-intensive Organisations when it is Impossible to be 
Physically Present: Female Employees who Suffer from Chronic Illnesses’. In Human 
Resource Management: A Nordic Perspective, edited by Helene Ahl, Ingela Bergmo-Prvulovic 
and Karin Kilhammar, 177-89. New York: Routledge, 2018a. 

Gillberg, Claudia. ‘Feminism and Healthcare: Toward a Feminist Pragmatist Model of Healthcare 
Provision’. In Handbook of Research Methods in Health Social Sciences, edited by 
P. Liamputtong. Singapore: Springer, 2018b. Online. https://doi.org/10.1007/978-981- 
10-2779-6_64-1 (accessed 21 May 2020). 

Gillberg, Claudia and Jones, Geoffrey. ‘Feminism and Healthcare: Toward a Feminist Pragmatist 
Model of Healthcare Provision’. In Handbook of Research Methods in Health Social 
Sciences, edited by P. Liamputtong. Singapore: Springer, 2019. Online. https://doi. 
org/10.1007/978-981-10-2779-6_64-2 (accessed 21 May 2020). 

Gillberg, Claudia and Pettersson, Andreas (2019). 'Between duty and right: Disabled schoolchil- 
dren and teachers’ ableist manifestations in Sweden’. Disability & Society 34/9-10 (2019): 
1668-73. Online. https://doi.org/10.1080/09687599.2019.1630592 

Gillies, Donald. ‘Knowledge Activism: Bridging the Research/Policy Divide’, Critical Studies in 
Education 55/3 (2014): 272-88. Online. https://doi.org/10.1080/17508487.2014.9199 
42 (accessed 21 May 2020). 

Goodley, Dan. Dis/ability Studies: Theorising Disablism and Ableism. Abingdon and New York: 
Routledge, 2014. 

Goodley, Dan and Moore, Michele. ‘Doing Disability Research: Activist Lives and the Academy’, 
Disability and Society 15/6 (2000): 861-82. Online. https://doi.org/10.1080/713662013 
(accessed 21 May 2020). 

Goyal, Nidhi. ‘Why Does the Women’s Rights Movement Marginalise Women with Disabilities?’ 
Guardian, 7 September 2016. Online. https://www.theguardian.com/global-develop- 
ment/2016/sep/07/why-does-womens-rights-movement-marginalise-women-with-dis- 
abilities-nidhi-goyal (accessed 3 April 2019). 

Hamington, Maurice. ‘Jane Addams’. In Stanford Encyclopedia of Philosophy, edited by Edward N. 
Zalta. Stanford, CA: Metaphysics Research Lab, Stanford University, summer 2018 edition. 
Online. https://plato.stanford.edu/archives/sum2018/entries/addams-jane/ (accessed 
22 May 2020). 

Hamington, Maurice and Bardwell-Jones, Celia. Contemporary Feminist Pragmatism. New York: 
Routledge, 2012. 

Honeyman, Susan. Child Pain, Migraine, and Invisible Disability. Abingdon and New York: 
Routledge, 2016. 

Jaitli, Namrata. ‘Citizen Participation’. In The Sage Encyclopedia of Action Research, edited by 
David Coghlan and Mary Brydon-Miller, 94-6. Thousand Oaks, CA: Sage, 2014. Online. 
http://dx.doi.org/10.4135/9781446294406.n49 (accessed 21 May 2020). 

Johnson, Kelley and Porter, Sue. ‘Disabled People’s Organisations’. In The Sage Encyclopedia of 
Action Research, edited by David Coghlan and Mary Brydon-Miller, 270-3. Thousand Oaks, 
CA: Sage, 2014. Online. http://dx.doi.org/10.4135/9781446294406.n114 (accessed 
21 May 2020). 

Johnston, Bill, MacNeill, Sheila and Smyth, Keith. (2018). Conceptualising the Digital University: 
The Intersection of Policy, Pedagogy and Practice. Digital Education and Learning. Cham, 
Switzerland: Palgrave Macmillan. Online. https://doi.org/10.1007/978-3-319-99160-3 
(accessed 21 May 2020). 

Kadoda, Gada. ‘Decolonising African Universities through Transformation into Endogenous 
Knowledge Producers’. In Proceedings of 8th International Conference on Appropriate 
Technology, Porto-Novo, Benin, 22-5 November 2018. Online. https://tinyurl.com/ 
y7pukcgz (accessed 21 May 2020). 

Kafer, Alison. Feminist, Queer, Crip. Bloomington: Indiana University Press, 2013. 


ABLEISM IN ACADEMIA 


Liebowitz, Cara. ‘DIS Representation: How the Wide Feminist Movement Forgets Disabled 
Women’. Thebodyisnotanapology.com, 2019. Available at https://thebodyisnotanapology. 
com/magazine/dis-representation-how-the-wider-feminist-movement-forgets-disabled- 
women/ (accessed 3 April 2019). 

Lister, Ruth. Citizenship: Feminist Perspectives. Basingstoke: Palgrave Macmillan, 2003. 

Lloyd, Moya. ‘The Ethics and Politics of Vulnerable Bodies’. In Butler and Ethics, edited by Moya 
Lloyd, 167-92. Edinburgh: Edinburgh University Press, 2015. 

McRuer, Robert. Crip Theory: Cultural Signs of Queerness and Disability. New York and London: 
New York University Press, 2006. 

Mann, B.W. ‘Rhetoric of Online Disability Activism: #Crip the Vote and Civic Participation’, Commu- 
nication, Culture and Critique 11/4 (2018): 604-21. Online. https://doi.org/10.1093/ccc/ 
tcy030 (accessed 21 May 2020). 

Marshall, Judi. ‘Centre for Action Research and Professional Practice’. In The Sage Encyclopedia of 
Action Research, edited by David Coghlan and Mary Brydon-Miller, 91-2. Thousand Oaks, 
CA: Sage, 2014. Online. https://dx.doi.org/10.4135/9781446294406.n46 (accessed 
21 May 2020). 

Minnich, Elizabeth K. Transforming Knowledge. Philadelphia: Temple University Press, 2005. 

Morley, Louise and Walsh, Val. Feminist Academics: Creative Agents for Change. London: Taylor and 
Francis, 1995. 

Morris, Jenny. ‘Feminism and Disability’, Feminist Review 43 (1993): 57-70. Online. https://doi. 
org/10.1057/fr.1993.4 (accessed 21 May 2020). 

Oakley, Ann. Women, Peace and Welfare: A Suppressed History of Social Reform, 1880-1920. Bristol: 
Policy Press, 2018. 

Parsons, Talcott. ‘The Professions and Social Structure’, Social Forces 17/4 (1939): 457-67. Online. 
https://doi.org/10.2307/2570695 (accessed 21 May 2020). 

Percy, S.L., Zimpher, N.L. and Brukardt, M.J. Creating A New Kind of University, Institutionalising 
Community-University Engagement. San Francisco: Jossey-Bass, 2006. 

Redinger, Michael J., Crutchfield, Parker, Gibb, Tyler S., Longstreet, Peter and Strung, Robert. 
‘Conversion Disorder Diagnosis and Medically Unexplained Symptoms’, American Journal 
of Bioethics 18/5 (2018): 31-3. Online. https://doi.org/10.1080/15265161.2018.14453 
17 (accessed 21 May 2020). 

Reid, Colleen and Gillberg, Claudia. ‘Feminist Participatory Action Research’. In The Sage Ency- 
clopedia of Action Research, edited by David Coghlan and Mary Brydon-Miller, 343-6. 
Thousand Oaks, CA: Sage, 2014. Online. http://dx.doi.org/10.4135/9781446294406. 
n141 (accessed 21 May 2020). 

Ryan, Frances. “It’s Not Only Steps That Keep Us Out”: Mainstream Feminism Must Stop Ignoring 
Disabled Women’, New Statesman 20 May 2014. Online. https://www.newstatesman.com/ 
society/2014/05/its-not-only-steps-keep-us-out-mainstream-feminism-must-stop-ignor- 
ing-disabled-women (accessed 2 April 2019). 

Schuller, Tom and Watson, David. Learning Through Life: Inquiry into the Future for Lifelong 
Learning. Leicester: National Institute of Adult Continuing Education, 2009. 

Shah, Mahsood, Bennett, Anna and Southgate, Erica. Widening Higher Education Participation, A 
Global Perspective. Sawston, Cambridge: Chandos Publishing, 2015. 

Sépulchre, Marie. ‘Tensions and Unity in the Struggle for Citizenship: Swedish Disability Rights 
Activists Claim “Full Participation! Now!”’, Disability and Society 33/4 (2018): 539-61. 
Online. https://doi.org/10.1080/09687599.2018.1440194 (accessed 21 May 2020). 

Syfret, Wendy. ‘Disabled Women Are Calling out Australian Feminist Website Destroy the Joint’, 
I-D vice.com, 23 November 2015. Online. https://i-d-vice.com/en_au/article/9kb8kz/ 
disabled-women-are-calling-out-australian-feminist-website-destroy-the-joint (accessed 
2 April 2019). 

Tremain, Shelley L. Foucault and Feminist Philosophy of Disability. Ann Arbor: University of 
Michigan Press, 2017. Online. https://doi.org/10.3998/mpub.8504605 (accessed 21 May 
2020). 

Tremain, Shelley L. ‘Philosophy of Disability as Critical Diversity Studies’, International Journal 
of Critical Diversity Studies 1/1 (2018): 30-44. Online. https://www.academia. 
edu/37034458/Philosophy_of_Disability_as_Critical_Diversity_Studies (accessed 21 May 
2020). 

Tremain, Shelley L. ‘Feminist Philosophy of Disability: A Genealogical Intervention’, Southern 
Journal of Philosophy 57/1 (2019):132-58. 


THE SIGNIFICANCE OF CRASHING PAST GATEKEEPERS OF KNOWLEDGE 


29 


30 


Wendell, Susan. ‘Toward a Feminist Theory of Disability’, Hypatia 4/2 (1989): 104-24. Online. 
https://doi.org/10.1111/j.1527-2001.1989.tb00576.x (accessed 21 May 2020). 

Wendell, Susan. The Rejected Body: Feminist Philosophical Reflections on Disability. London and New 
York: Routledge, 1997. 

Whipps, J.D. ‘Feminist-Pragmatist Democratic Practice and Contemporary Sustainability 
Movements’. In Contemporary Feminist Pragmatism, edited by Maurice Hamington and 
Celia Bardwell-Jones, 115-27. New York: Routledge, 2012. 

Witz, Anne. Professions and Patriarchy, 2nd ed. International Library of Sociology. London and 
New York: Routledge, 2004. 

Yoak, Stuart D. and Brydon-Miller, Mary. ‘Ethics and Moral Decision Making’. In The Sage Ency- 
clopedia of Action Research, edited by David Coghlan and Mary Brydon-Miller, 306-9. 
Thousand Oaks, CA: Sage, 2014. Online. http://dx.doi.org/10.4135/9781446294406. 
n128 (accessed 21 May 2020). 


ABLEISM IN ACADEMIA 


2 


| am not disabled: Difference, ethics, 
critique and refusal of neoliberal 
academic selves 


Francesca Peruzzo 


Who is entitled to talk about disability? Does the direct experience of 
disability entitle self-identified disabled researchers more than non- 
self-identified researchers to talk about disability? This debate has been 
running since the 1970s, when disability emerged as a political issue and 
a matter of social, civil and human rights. With the role of the ‘expert’ 
being put into question (Foucault 2006), feminist criticism emphasising 
the validity of personal experience over ‘scientific methods’ (Morris 
1996), and the critique of ableism as a set of practices that exclude 
disabled people in academia (Campbell 2001; Brown and Leigh 2018), 
the voice of disabled scholars on their academic experience of disability 
has become stronger and stronger. 

I bring to this chapter my experience as a researcher who does not 
identify herself as disabled, yet has been researching disability for more 
than ten years. By drawing upon post-structural analytical tools (Foucault 
1982; Butler 1993) and debates in critical disability studies (Davis 2013; 
Tremain 2001, 2015; Price and Shildrick 2002), the chapter addresses 
the work of the non-disabled academic as a necessary critique of ableist 
assumptions regarding the academic subject in the neoliberal university. 
In an academia that requires us to make ourselves agile, economical and 
highly performing to keep up with a national, international and global 
race on knowledge, non-disabled academics are, in fact, a constitutive 
part of the discourse of ableism as a new set of truths and power relations 
regarding what constitutes the academic body. 
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However, power cannot be exercised without freedom. By engaging 
with the work of critique as a practice of ethical freedom, this chapter 
advances disability research in academia as a practice of care located 
at the subjective limits set by the present ableist condition of neoliberal 
academia. The ethical work of critique, then, becomes necessary to 
expose the intolerable exercise of power upon disabled bodies, to refuse 
the modalities in which ableist truths make certain academic subjects, 
and to redesign academia as a democratic space in which difference is 
the expression of self-stylisation and co-existence. 

In March 2018, I attended the ‘Ableism in Academia’ conference. 
As a doctoral researcher in critical disability studies who does not self- 
identify as disabled, I was eager to be involved in such a crucial space 
for discussion on ableist, exclusionary processes in academia. The 
conference could not have been more compelling: in neoliberal times, 
the number of disabled academic professionals is still very low (3.9 per 
cent according to HESA statistics in 2017), with disabilities, chronic 
conditions, invisible illnesses and neurodiversity among academic staff 
still highly under-represented (Brown and Leigh 2018). The conference 
was set to draw attention to current ableist processes in academia, 
defined by ‘discrimination in favour of able-bodied people’, and then 
to mobilise the participants and the wider public (the conference 
was live-streamed and stimulated a lively debate as a Twitter trend) 
towards the writing of a policy-facing manifesto, which would have 
challenged ‘the existing notions of able-bodied perfection and provide 
impetus for change’ (conference website, http://www.ucl.ac.uk/live/ 
ableism-in-academia-2018). 

Following a morning session in which disabled academics shared 
different stances on ableist processes in academia, in the afternoon a 
workshop was scheduled to discuss ideas that would have informed 
the proposed manifesto. We were divided into table-groups and asked 
to generate practical knowledge by discussing five questions, in which 
the disabled status constituted the first framework for answers. This fact 
made me question my place as a researcher who does not self-identi- 
fied as disabled investigating disability in academia. To what extent is 
my account valid? How can I position myself in the discursive realm of 
ableism and disableism in academia? I quickly realised that my questions 
did not stem from a social justice approach as a matter of identity 
politics and recognition (Kudlick 2013). Neither were they connected 
to the insider/outsider divide that critical anthropologists (Britzman 
1995; Youdell 2006) challenged. Upholding the co-construction of the 
researcher and the researched in an attempt to reject objectifying and 
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salvific empowerment strategies (Tamboukou and Ball 2003), I felt that 
my questions dwelled in a rather under-explored terrain in social sciences 
and philosophy, swinging between epistemological rejections and 
ontological stances. Here I was not referring to my subject of research: 
my feelings were addressing an uneasiness in the construction of my own 
identity as a non-disabled researcher and my possibility of being, rather 
than researching, something else. 

The terrain of disability has been a contested one since the late 
1970s, when disabled activists refused the medical understanding of 
the experience of disability and divided the biological difference of the 
impairment from the social construct of disability. Disability became 
the product of social practices that did not allow for the participa- 
tion of disabled people in society. Feminist scholarship developed 
this criticism further, beginning to argue for a more subjective and 
embodied experience of disability (Morris 1991), which blurred the 
dyadic division between impairment and disability, and investigated the 
lived experience of disabled people in their impaired bodies. In a more 
poststructuralist fashion, authors such as Shildrick (2012), Tremain 
(2001), Corker (1999) and Thomas (1999) challenged the stark division 
between disability and impairment, creating parallelisms with the 
feminist critique of gender and sex. By drawing upon Michel Foucault, 
Judith Butler and other poststructuralist scholars began to investigate 
the performative and discursive formation of the nature/culture divide 
and the operation of power in creating certain subjects of ability and 
disability. 

In trying to provide a contingent answer to my questions, in my 
present chapter, I position myself in this poststructuralist discussion, in 
which disability becomes fluid, relational, discursive and performative. I 
place my investigation in the present of academia, in which a neoliberal 
reason allows for certain contingent truths on disability to be pronounced 
and performed. Using Foucault’s performative and productive notion of 
power, I see academia as an ontological field of government, intending 
government as ‘not referring only to political structures [... but] rather, 
designat[ing] the way in which the conduct of individuals or groups 
might be directed’ (Foucault 1982, 790). Neoliberal academia as a field 
of government becomes a performative and discursive space in which 
certain academic subjects and subject positions are formed and reformed 
(Ball et al. 2012), invited to act, speak, think, produce and behave in 
modalities informed by an economic reason. The aim is to disentangle 
the productive relations between power as government, knowledge and 
ableist truth constitutive of the subject of academia, so as to fight against 
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the market as a site of veridiction on setting the limits of who can be, and 
be part of, the academic body. 

Power, however, can always be applied when freedom is involved. 
To develop ways of refusing the ableist processes that make up the 
present neoliberal university and certain disabled subjects of academia, 
in my last section I show how freedom can inform the role of the 
academic in ethically engaging with a critique of the limits of our present 
in academia as a practice of care. Non-disabled academics’ practice of 
critique thus becomes a practice of reflection on their subjective limits, 
and on the limits of the field in which they work, which is necessary to 
refuse a neoliberal regime of truth that, through comparative, performa- 
tive and ableist practices, not only excludes specific modalities of being, 
but also precludes different ways of engaging with others. By reflecting 
on the production of ableist processes and subjectivities in academia as 
limits of our present, the aim of my chapter is to contribute to the fight 
for diversity in the university, suggesting how non-disabled academics 
can contribute to the opening up of spaces for academic self-stylisation 
as ethical engagement with the diversity of human beings (Price and 
Shildrick 2002). The account of non-disabled academics then becomes as 
crucial as that of disabled academics in the ethical struggle for freedom 
in imagining and practising a different academia. 


Modernism, postmodernism and the troubled divide 


In the most recent upheaval, the intellectual discovered that the 
masses no longer need him [sic] to gain knowledge: they know 
perfectly well, without illusion; they know far better than he [sic] 
and they are certainly capable of expressing themselves. (Foucault 
and Deleuze 1977, 207) 


‘Disability’, Lennard Davis (2013, 263) maintains, ‘[in] its present form 
as a political and cultural formation has only been around since the 
1970s, and has come into some kind of visibility since the late 1980s’. 
The political and identitarian struggles that characterised those years in 
the UK brought the social model of disability into existence (Finkelstein 
1981; Oliver 1990; Barnes 1991). These struggles were aimed against a 
capitalist system that excluded people whose bodies could not conform 
to the requirements of the economic system. Disabled people asked to be 
recognised as part of society, as a matter of social, civil and human rights 
against exclusionary processes. Those exclusionary processes produced 
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disability out of the politically, materially and culturally inaccessible 
environments, and disabled people’s struggles broke the gates of enclosed 
settings such as asylums and questioned the stigma attached to impaired 
bodies (Goffman 1968). Those categories of classification, created and 
decided by clinical experts, were based on medical knowledge (see 
International Classification of Diseases and Related Health Problems, 
ICD-9; Classification or the International Classification of Impairments, 
Disability and Handicap, 1980, ICIDH-1), locating disability within 
the individual and not taking into account disabled people’s accounts, 
nor the context around them. Disabled people embraced this as a 
question of voice, visibility and empowerment: ‘Nothing about us 
without us’, Charlton (1998) affirmed, in a sentence that became the 
motto of disabled people’s struggles for power and recognition. As a 
consequence, the English social model of disability emerged as grounded 
in a modernist scholarship in which the dichotomous conception of 
impairment (biological) and disability (social) constituted the universal 
grand narrative that described disability as a result of oppressive, 
external power relations imposed over people with impairments. 

A challenge to this binary and superimposed division between 
impairment and disability came from feminist scholarship. Morris 
(1991) began to question the clear-cut distinction between impairment 
and disability by taking into account disabled people’s personal and 
everyday experience of living with impairment. Crow (1996) criticised 
the lack of consideration that the social model dedicated to embodied 
pain and struggles linked to the impairment (Shakespeare and Watson 
2002). Corker and French (1999) explored the narratives of disabled 
women and how a universalising approach to disability and impairment 
had overshadowed disabled women’s voices. The emphasis on the 
validity of personal experience and on individual voices in disability 
research, the claiming for individual affirmation to be a rightful part 
of society and the intimate experience of pain and exclusion spurred a 
consequential question: who better than people that were being disabled 
by disabling environment and practices, as well as by their bodies and 
minds (Shakespeare and Watson 2002, 17), could understand and speak 
about disability? 

However, if disability and impairment as theoretical tools were 
first defined to claim disabled people’s political and social rights to be 
part of a society that excluded certain bodies, they also had a productive 
and performative effect on people experiencing those exclusions. In fact, 
political and medical definitions such as disabled, invalid and ill, while 
being crucial to access resources and services, were also individualising, 
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divisive and performative: they constrained and allowed for recognition 
and self-recognition of individuals in those specific definitions (Slee 
2013; Youdell 2006). Here poststructuralist and postmodern approaches 
come to help. By rejecting the existence of an inner, personal, individual 
self, a legacy of the Enlightenment thought, they began to question the 
role of power and knowledge in the shaping those categories and their 
active formation of subjects and selves. 

Poststructuralists defined the subject as constituted by fleeting 
historically, socially and culturally contingent truths, observing that 
subjects are always ‘multiple, [...] political and bound up in power 
relations’ (St Pierre 2000, 25). Butler’s nominalist position contributed 
to highlighting the performative nature of power and language, in that 
‘discursive performativity appears to produce that which it names, 
to enact its own referent, to name and to do, to name and to make. 
[... Generally speaking, a performative functions to produce that which 
it declares (Butler 1993, 107; quoted in Youdell 2006, 42). Following 
this perspective, Thomas (1999) argued that the impairment itself was 
an entity that could exist only in the discourse of disability as a political 
construction, in which the terminology is political, therefore supported 
by certain kinds of disciplines, such as sociology and political sciences, 
in the very same way in which a diagnosis can exist in the domain of 
medical sciences. Furthermore, Tremain (2001; 2015) pointed out how 
‘being disabled’ needs constant practice to be reaffirmed, inscribing 
the ontological division between disability and impairment within 
a discourse of disability, and maintaining that this was a discursive 
reworking on the body that objectified and created (subjectified) 
disabled subjects. Therefore, the shift from an oppressive conception 
of power over disabled bodies, as it was denounced through the social 
model, came to be redefined in a more productive fashion. Individuals, 
according to Foucault (1982, 212), are made subjects through the 
operations of power/knowledge relations, through a 


[Florm of power [that] applies itself to immediate everyday 
life which categorizes the individual, marks him by his own 
individuality, attaches him to his own identity, imposes a law of 
truth on him which he must recognize and which others have to 
recognize in him. It is a form of power which makes individuals 
subjects. (Foucault 1982, 781) 


According to poststructuralist approaches, then, disability and disabled 
subjects became the effects of discursive and performative operations of 
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power and knowledge in mobilising certain truths, which ‘work[ed] both 
in inhibiting and productive ways, implying a play of prescriptions that 
designate both exclusions and choices’ (Foucault 1981 in Hook 2001, 6). 
Subjects are produced by power, not oppressed by it. As Butler neatly 
puts it, 


[W]e are used to thinking of power as what presses on the subject 
from outside [...] But if, following Foucault, we understand power 
as forming the subject as well, as providing the very condition of its 
existence and the trajectory of its desire, then power is not simply 
what we oppose but also, in a strong sense, what we depend on for 
our existence and what we harbour and preserve in the beings that 
we are. (Butler 1997, 2) 


The strategic operations of power and knowledge allow for certain truths 
to be said on disability and to materialise disabled bodies. Power makes 
visible (objectifies) certain bodies and creates certain subjects (subjecti- 
fies) through ‘dividing practices’, regulated by the operations of a norm, 
which separate subjects ‘both by a process of division either within 
himself [sic] or from others’ (Foucault 1982; quoted in Rabinow 1984, 
8). By normatively separating subjects, power designs limits on bodies, 
which discursively and performatively materialise a divide between 
the Same and the Other of ability. These operations of power, shaping 
contingent truths on bodies, demarcate an inescapable grid in which 
subjects are relentlessly made and remade according to the contingent, 
historical and normalising truths of their bodies. The body becomes the 
limits of our present selves, a ‘body totally imprinted by history’ (Foucault 
and Deleuze 1977, 83), in which the performative, the discursive and 
history write the Same/Other division. 

And it is the historicity of truth and the complex reciprocal 
relations of power upon the body that bring me back to academia and 
disability. Was my feeling of displacement prompted by the questions 
in the workshop produced by another re-elaboration of ableist power/ 
knowledge discursive practices in neoliberal academia upon the body of 
non-disabled researchers? If power relations both create and constrain, 
materialise and exclude bodies in a mutual and inseparable process, 
would that mean that non-disabled researchers are discursively formed 
and exist only through the mutual constitution of disability? 

By focusing on the embodiment of disability and the notion of 
the self, Janet Price and Margrit Shildrick recognised the irrevocable 
bond that links human bodies as well as the role that ethics play in the 
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definition of that bond. They questioned the binary division that describes 
approaches in disability studies, rejecting ‘the suggestion that disability 
is not an issue for non-disabled people, and that there is some privileged 
standpoint from which disabled people alone can speak — as though 
theirs is the only “authentic” understanding of the specific embodiments 
in question’ (Price and Shildrick 2002, 68). They call for a ‘suspension of 
authority to speak’ and explore how the process of recognition of a non- 
disabled subject can only happen with the re-conjunction with a disabled 
subject, its Other. This reflection calls for a dual process of critique, 
by the disabled and the non-disabled academic, as both constitutive 
of the present of neoliberal academia. The work of critique, Foucault 
maintains, is in ‘the movement by which the subject gives himself [sic] 
the right to question truth on its effects of power and questions power 
in its discourses of truth’, ‘the art of not being governed quite so much’ 
(Foucault 2007, 45-7). 

Hence, I want to use my feeling of displacement to address the 
problematic of the disabled and abled academics divide using critique 
in a three-fold fashion. First, I operate a diagnosis of the present of 
neoliberal academia as a point of departure to analyse ableism as a new 
discursive formation, a new objectifying reworking of power relations 
over disabled bodies that necessarily situates myself in this continuous 
discursivity. Disability then becomes problematised as an ontological 
question, a ‘question of what’ (Corbetta 2003, 17): what counts as a 
body in academia, what counts as ability in academia? Second, I use my 
performed and discursive non-disabled academic position to argue for 
the reconciliation of disability and ability research in neoliberal times. 
This is an ethical endeavour that suggests that perhaps a solution to this 
divide sits exactly in the work of critique of questioning the forms of 
government that produce disabled and non-disabled academics, forms 
that emerge from the economy of power/knowledge relations that 
sustains the present condition of academia. ‘This history of the present’, 
O'Farrell (2005, 72) maintains, ‘is not simply a diagnosis, it is also an 
intervention [...] it is only in the present that one can make changes’. 
Third and last, I use the work of critique of non-disabled researchers to 
engage with a critical and ethical practice on the limits that neoliberal 
academia writes on their bodies and selves. It is only by doing so that 
certain ways of being made and spoken as able and disabled academic 
subjects can be jointly refused, being ‘guided by a concern for freedom 
as requiring an endless exploration of the possibilities for the always-to- 
be-reinvented activity of individual and collective self-creation’ (Burchell 
1996, 34). 
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The limits of the academic body: A history of the present 
of academia 


The question I start off with is: what are we and what are we today? 
What is this instant that is ours? Therefore, if you like, it is a history 
that starts off this present day actuality. (Foucault 1988, 411) 


The work of critique starts with a question of the present. What is 
disability in academia today? As Eggins explains, the current higher 
education situation sees 


[O]n the one hand, the pull towards co-operation, social cohesion, 
social harmony, transparency, equity and to enabling greater 
numbers to participate in higher education. On the other hand 
are the financial issues, the neo-liberal agenda that calls for 
competition, free trade, the dominance of the market. The flows 
of change move first one way, then in another: equity, inequality, 
convergence, divergence; change, non-change; inclusion, 
exclusion; the global, the local. (Eggins 2003, 8; quoted in Riddell 
2005, 12) 


While practices of inclusion were promoted as a means for cohesion 
and recognition of diversity in higher education, a discursive and 
performative reworking of individualising and divisive practices 
were perpetrated through neoliberalism as a new regime of truths. 
Neoliberalism is ‘a complex, often incoherent, unstable and even contra- 
dictory set of practices that are organized around a certain imagination 
of the “market” as a basis for the universalisation of market-based social 
relations, with the corresponding penetration in almost every single 
aspect of our lives’ (Shamir 2008; quoted in Ball 2012b, 3). Competition 
subsumes the principle of exchange constitutive of classical liberalism 
(Burchell 1996; Ball and Olmedo 2013), rewriting the way in which 
the state operates within the university as well as how academics work 
in universities. ‘Central to this neoliberal view of higher education is a 
market-driven paradigm’ (Giroux 2014, 17) that, through international 
classifications and comparisons, let a new academic normal emerge: the 
institution that can keep up with a potentially limitless race of rankings 
and performance rates, and consequently the academic subject that is 
suitable to be part of this institutional race. Comparisons — systems for 
assessing the quality of research and teaching in UK higher education 
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institutions such as the Research Excellence Framework (REF) and the 
Teaching Excellence Framework (TEF) — as materialisations of institu- 
tional and self-control operate in there, in the institutional structure 
and administration, as well in here (cf. Peck and Tickell 2002) in the 
way in which I am made an academic, in which I marketise my being 
academic. In an age of cuts, being economical has become an imperative 
and a new form of government, promoting a sort of enterprise form of 
governing institutions and ourselves. ‘Economical’ here has a double 
meaning: ‘economical’ in terms of time, resources to invest; in terms of 
autonomy, a frugal, cheap academic suitable for these austere times; as 
well as ‘economical’ in terms of calculability, able to make the institution 
and oneself visible on the academic market, in order to be calculable, and 
therefore comparable. 

The institution makes itself attractive, concerning funding, 
resources, customers/students and attention, and simultaneously asks 
us to make ourselves agile (Gillies 2011), marketisable, highly performa- 
tive and presentable. The history of the present of academia is a regime 
of truth in which the market is the site of veridiction (Foucault 2008), 
in which a technology of performativity controls people’s government 
by means of comparisons and judgements (Ball 2003), in which indi- 
vidualisation is bound up with performance and with a certain kind of 
quality, the quantifiable quality (the more I do, the higher the quality 
bar; Lazzarato 2009). That is an outstanding output! We are produced by 
discourses of academic excellence, impact and productivity; we are again 
animated by power, not oppressed (Ball 2012a). There is a ‘re-invention 
of professionals themselves as units of resource whose performance 
and productivity must constantly be audited so that it can be enhanced’ 
(Shore and Wright 1999; quoted in Ball 2012a, 18). In today’s fast-paced 
academia, in which numbers are the best means of visibility and each 
piece of in-line production has been substituted by a new (REF-able) 
publication, new ways of representing impact, new modalities of 
marketising ourselves and therefore benefiting the institution invite a 
new involvement with ourselves and a reconceptualisation of abilities. 
This calcul-ability of ourselves clashes when ‘the measured pace of 
research sometimes impacts quantity, but not necessarily the quality 
of the work’ (Kosanic et al. 2018). We should make ourselves ‘more 
calculable than memorable’ (Ball 2012a, 17). 

In fact, ‘the price of this involvement’ is that we ‘must assume active 
responsibility for these activities, [...] and in so doing [we] are required 
to conduct [our]selves in accordance with appropriate (or approved) 
models of action’ (Burchell 1996, 29). Being able becomes a new 
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requirement for being in academia, a new set of practices mobilised by 
performative relations of power informed by an economic reason. Ability 
becomes a discourse of efficiency, fashioning our bodies and getting into 
‘our minds and our souls, into the ways in which we think about what 
we do, and into our social relations with others’ (Ball 2012a, 18). The 
discourse of ability creates a new normal, able Same, and an abnormal, 
non-able Other; it operates new dividing practices upon certain bodies; 
it reproduces new exclusions and new subjects. 

This new ableist normal Same in academia becomes what Butler 
describes as the we, which ‘instrumentalizes violence to maintain the 
appearance of its collectivity’ (Butler 2005, 4-5). The institutional we 
is the new neoliberal academic body, cheerful, show yourself happy to be 
here, healthy — sickness slows you down — productive — how many papers 
this year? Oh look, your citation index has gone up! — attractive — make 
funds come to you, agile — flexi-hours, malleable — flexi-morals. And by 
defining the able we of academia, the discourse of ableism casts again 
new forms of exclusions, operating as 


[A] network of beliefs, processes and practices that produces a 
particular kind of self and body (the corporeal standard) that is 
projected as the perfect, species-typical and therefore essential and 
fully human. Disability is then cast as a diminished state of being 
human. (Campbell 2001, 44) 


Neoliberal academia and the discourse of ableism are drawing new 
limits on bodies. The divisive operations of power in terms of ‘losers and 
winners’ produced by this regime of performativity and competition open 
up for statements to be pronounced and for actions to be performed as 
‘violence against [what it defines and makes] disabled bodies’ (McGuire 
2010, 13), producing new forms of marginalisation. Ableism creates 
new visibilities and allows only certain subjectivities to be visible. The 
only way in which neoliberal academia enables subjects to be part of the 
academic body is by being high-performing and marketisable, casting 
outside subjects that are not ‘economic’, not calculable enough, not able 
enough. 

The point of departure, then, for the critique of academia as being 
ableist is exactly the place in which the recognition of a subject that 
identifies and is identified as disabled dissatisfies the possibilities for 
being in academia, allowing us to interrogate the available norms that 
make academia. 
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However, as Foucault reminds us, the work of critique ‘is not so 
much a matter of what we are undertaking, more or less courageously, 
than it is the idea we have of our knowledge and its limits’ (Foucault 2007, 
49). The work of dividing practices in a discourse of ableism in academia, 
and their formation of certain academic subjects, also constrains what 
non-disabled academics can become in academia. ‘What can I become, 
given the contemporary order of being?’ Butler (2005, 24) defiantly 
asks. The only Other that non-disabled academics can become in the 
present academia is an able Other. The neoliberal order conditions possi- 
bilities of becoming. Academics can only become more successful, more 
winner; they cannot be anything else. To reinstate my ableist condition, I 
need to relentlessly perform my ableist performance against a disableist 
one, as there is no Same without the Other. If I cannot become anything 
else, and the only thing my Other can do is to strive to become the 
Same — what Campbell (2009) defines as ‘internalised ableism’ — then 
this condition constitutes a problem of ethics as well as of responsibility 
towards my Other. The ground in which the we can be reunited is the 
violence that neoliberal academia produces in subjects of measurement 
and comparisons, in the marketisation of bodies. And here it is no longer 
a question of recognition; it becomes a question of refusal of forms of 
subjectification, a reconciliation of disability as two forms of government 
sustained by the neoliberal regime of truth in academia. Researching 
disability by non-disabled academics becomes, then, an endeavour on 
the limits of present academia, denouncing its exclusionary processes, 
as well as a way of freeing bodies by the only way they could operate: 
by being able. And here I go back to my previous question, to begin to 
provide an answer to it. The sense of displacement that I felt during the 
‘Ableism in Academia’ conference was provoked by the materialisation 
of my limits in academia, and by a feeling of the impossibility of being 
something different. I found myself ‘other to myself precisely at the place 
where I expect to be myself’ (Butler 2004; quoted in Ball 2012a, 19). 

And it is from this position, from this feeling of uneasiness, loss, 
discomfort and impossibility, that I want to find a reconciliation of being, 
refusing to be made, spoken, constrained and animated in certain ways 
as an academic subject. The work of critique is the one that ‘would ensure 
the desubjugation of the subject in the course of what we could call, ina 
word, the politics of truth’ (Foucault 2007, 47). By researching disability 
in academia, I am researching my Other, my limits, which are an indis- 
soluble part of my self, but that can also allow me to go beyond myself, as 
an insistence of thinking lived presents and imagined futures differently 
in academia (Kafer 2013). 
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Through the work of ethics, we can develop a process of becoming 
something different altogether or, perhaps, just becoming together. It 
is a concern for co-existence (cf. Burchell 1996). Thinking in this way, 
we can make ourselves freer than we think, as ‘imminent ontolog[ies]’ 
(Bailey 2013, 812) that are always in the process of being made and 
remade. Therefore, in the final part of my chapter I talk to power, and 
I argue for an ethical approach to researching neoliberal academia by 
disabled and able researchers as a space for the re-conjunction of the we, 
so as to constitute an analytical process from which ‘we can develop a 
position [...] to look and notice — to “live with” one another — differently’ 
(McGuire 2010). 


Going beyond and caring: The ethical refusal of 
neoliberal academic subjective limits 


[I]n the historically contingent limits of present thought and 
action, attention is drawn to what might be called the costs of these 
limits: what does it cost existence for this truth to be produced 
and affirmed in this way? What other possibilities of existence are 
necessarily excluded, condemned, constrained, etc.? (Burchell 
1996, 33) 


In my last section, I want to try to trace what could be a contingent, 
ethical, political escape from the relentless entanglement of power/ 
knowledge networks and the constitution of prescriptive subjectivities. I 
will start from the freedom that is descriptive of the liberal and neoliberal 
styles of government. ‘Power’, Foucault maintains, ‘is exercised only over 
free subjects, and insofar as they are free’ (Foucault 1982, 790). The 
kind of freedom that Foucault talks about is not in a zero-sum game 
with power. It is a freedom that opens up new modalities of living, that 
calls for experimentation, that attends to our present while pointing at 
our possibilities of change, of being freer than we think. Here I need to 
remark on a difference in the word ‘power’ that exists in French but not in 
English. Foucault distinguishes between pouvoir (subjectification/assu- 
jettissement) and puissance (subjectivation). While the first term means 
‘power over’ and is linked to relations of domination and subjection, 
the second means ‘power to’, entailing capacities for self-creation and 
desubjectification (Milchman and Rosemberg 2011). By considering 
power as ‘power to’, then, a different engagement with our subjectiv- 
ities is possible, grounding the conditions for change in the economic, 
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social, cultural and political conditions in which we find ourselves. This 
conception, then, moves beyond just resisting the present situation in 
academia. As Foucault militantly suggests, 


[M]aybe the target nowadays is not to discover what we are but to 
refuse what we are. We have to imagine and to build up what we 
could be to get rid of this kind of political ‘double bind’, which is the 
simultaneous individualization and totalization of modern power 
structures. (Foucault 1982, 785) 


This implies not refusing neoliberalism in itself, and therefore a pre- 
existing neoliberal subject, but of itself, refusing how this present 
manifestation of neoliberal reason is making ourselves able subjects 
of academia (power exerted upon bodies). By considering power as an 
ethical practice aimed at self-stylising our bodies in the present, we can 
strive to escape the tale of progress that preaches the future as better 
than the ‘now’. In fact, the operations of power/knowledge in a new 
discourse of ableism are the manifestation of the reworkings of power, 
proving how the future is not necessarily better than either the past or 
the present. And we must challenge these relentless power/knowledge 
operations. 

This ethical practice of self-stylisation of subjects is discussed 
in Foucault’s later work. By drawing upon Foucault’s ethical account, 
Oksala defines ethics as ‘the manner in which one forms oneself as a 
subject of a morality, acting in reference to its prescriptive elements; the 
modes by which subjects problematize their activity’ (Oksala 2005, 158). 
Challenging the regime of truth that governs academia, and that makes 
academia what it is, means to call into question the truths about myself, 
as ‘any relation to the regime of truth will at the same time be a relation 
to myself’? (Butler 2005, 22). And these truths open a political space 
in the reflection on the self, with ‘ethics [being] the considered form 
that freedom takes when it is informed by reflection’ (Foucault, 1997, 
284), transforming subjectivity into a practical process of becoming 
(Tamboukou and Ball 2003), a practice of care, more about ‘what I do’ 
than ‘what I am’. As a non-disabled academic in neoliberal academia, 
what kind of academic do I want to become? How can I care for myself 
as an academic and necessarily for the community of academics that 
constitutes the space in which I work, am, belong and become? It is the 
problematisation of what non-disabled academics do and of the limits 
of their activity in academia that can open up a critique of the present 
and different possibilities of becoming. However, this implies adopting 
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‘an attitude, an ethos, a philosophical life in which what we are is at one 
and the same time the historical analysis of the limits that are imposed 
upon us and an experiment in going beyond them’ (Foucault; quoted in 
Rabinow 1984, 50). 

In fact, it is on these limits that I always encounter my Other, and 
the endless modalities through which I can become other. This process 
of self-formation ‘is ethical itself, but it implies complex relationships 
with the others insofar as this ethos of freedom is also a way of caring 
for others’ (Foucault 2000, 288). The care for the other is an integral 
part of the self I was, Iam and I will become, therefore ‘who I am affects 
another’s self-construction’ (Infinito 2003, 156). This ethical practice 
of freedom and reflection is, therefore, indissolubly individual and 
collective. Caring for the self becomes a present concern for the others, 
both through the refusal of institutional practices and because the Other 
is a constitutive part of what I am. Caring for the others becomes caring 
for myself and for what I can become. In this way, this approach to ethics 
eliminates the binary division through ability and disability. 

The work of critique starts with the practice of reflection on my and 
therefore our limits, the work of critique on myself as a practice of care of 
what academia has made me become, how I am made to use my freedom, 
which is a shared struggle on the ground of neoliberal inequities of the 
academic race to excellence and quality. Performativity constructs the 
self against our Other’s self, rather than with it, not only limiting our 
imagination, but also preventing us from becoming together. While 
through this ethical work on ourselves we explore the ways in which we 
can self-stylise our academic subjectivity, it also has implications not only 
for those with whom we share our academic life, but also what academia 
represents for our present, what kind of citizens we want to become and 
what community of citizens we want to live with. The academic must act, 
and act precisely insofar as they are both an academic and a citizen (cf. 
Foucault 2010). And insofar as caring for myself and others is a political 
action, researching disability becomes a democratic task. 


[T]he agonistic character of democracy upon which Foucault 
insisted [...] opens a path to a politics of care of self and care of 
others by its constant effort to expand the scope for new modes of 
subjectivity, by creating the space for the flourishing of a multiplicity 
of arts of living. A democratic politics would maximize those 
spaces, and provide a critique of all those practices and discourses 
that seek to homogenize subjectivity, to make it uniform, and to 
narrow the scope of freedom. (Milchman and Rosenberg 2011, 12) 


| AM NOT DISABLED 


45 


46 


The non-disabled researcher, then, by means of self-critique works on an 
ethical endeavour that ‘emerges at the limits of our schemes of intelligi- 
bility, the site in which we ask ourselves what it might mean to continue in 
a dialogue where no common ground can be assumed’ (Butler 2005, 21). 
Self-stylisation necessarily leaves us without a common ground, without 
a norm to fashion our practices and subjectivities, but it gives us a much 
greater thing: the respect for the myriad modalities in which we can 
become, which can actually be practised as a radical democratic project 
that provides the basis for imagining a life beyond the dreamworld of 
capitalism’ (Giroux 2014, 12). This suggests collectively embarking on 
the creation of academic and public spaces in which neoliberalism can be 
challenged and refused, and bodies can be restyled, become together and 
co-exist. These practices of refusal cannot happen if both non-disabled 
and disabled academics questions disability and ability in academia. As 
Giroux powerfully reminds us, 


[C]onnective ties are essential for developing intellectual 
practices that are collegial rather than competitive, refuse the 
instrumentality and privileged isolation of the academy, link 
critical thought to a profound impatience with the status quo, and 
connect human agency to the idea of social responsibility and the 
politics of possibility. (Giroux 2014, 23-4) 


I hope my words stimulate a pause, a process of reflection on what we 
are and what we might become in academia, beginning now with a 
political refusal of a discourse of ableism that inhibits practices of care 
for ourselves and others in neoliberal academia. This statement defiantly 
challenges the idea that ‘performance has no room for caring’ (Ball 
2003, 224), suggesting how the academic should act as a means for 
caring for the creation of a space in which we all, as part of an academic 
community, can imagine endless modalities in which we can become, 
co-exist, research and care. 


Conclusion: What’s the voice of the non-disabled 
academic? 


In this chapter, I explored the discursive and performative formation of 
disablism and ableism in academia, and I suggested the ethical work of 
critique and reflection as a modality to care for myself and for others and 
to refuse the limits that neoliberal academia places on our bodies. Going 
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back to those questions for the manifesto that left me with a feeling of 
helpless exclusion, I can now say that they sit precisely in this use of 
critique: they were guided by a concern for freedom and care. They 
showed me my limits and made me question the limits of the community 
to which I feel I belong and I care for. 

To conclude, I want to consider how Foucault’s work of critique can 
contribute to the ‘working within to go beyond’ the dichotomous division 
between ability and disability in neoliberal academia. Foucault’s tools 
do not provide answers or solutions to the relentless practices of self- 
division and subjectification. However, as I have argued in this chapter, 
his tools can allow for a critical engagement with the limits of the 
academic dispositif, the ‘arrangement of elements and forces, practices 
and discourses, power and knowledge’ (Foucault 2008, xxiii) that make 
up the current neoliberal university and constitutive of those feelings 
of exclusion and discomfort that I experienced during the workshop 
on ‘Ableism in Academia’. To embrace Foucault’s ethical and analytical 
tools implies dissecting our present in academia: challenging, fashioning 
and reworking ourselves through positive practices of freedom and self- 
stylisation, and realising that the only way in which we can be done and 
undone by our other(s) is by refusing the marketisation of bodies and 
knowledge. And this can only happen by modifying our relation to the 
present as a practice of care. For this exact reason, this chapter calls for 
the work of non-disabled academics in disability studies as a necessary 
practice of critique of the limits of neoliberal academia, as a practice of 
care of their selves, and for the selves of other academics — both the ones 
they share their space and knowledge with, and those who are excluded 
by the neoliberal discourse of ableism. This is a practice that necessarily 
needs to be conducted together. 

Foucault’s tools, then, can be deployed to take the accounts of 
non-disabled academics and, through critique and reflection, introduce 
different ways of asking questions and invent ‘new rules for the game of 
truth in relation to which we conduct ourselves individually and collect- 
ively’ (Burchell 1996, 34). They can open new spaces for the democratic 
self-stylisation of academic bodies, making the production of knowledge 
and selves an exploration of the endless possibilities in which we can as 
individuals and as a collectivity reinvent ourselves. 
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Disclosure in academia: 
A sensitive issue 


Nicole Brown 


In an age where social activist movements for increased awareness and 
tolerance are commonplace, it is interesting to observe that there are 
still huge gaps in our knowledge and experience. The social model of 
disability (Oliver 2013) has certainly helped develop the understanding 
that disabilities are not ‘a person’s fault’ but a matter of and for society 
and societal values. In the last decade there has been an increased 
interest in making public life more accessible. In the United Kingdom 
this is evidenced in initiatives such as the ‘offer me a seat’ campaign 
(Transport for London n.d.), the Accessible Travel Policy (Office of 
Rail and Road 2019) and the widening of the blue badges system (BBC 
News, 15 June 2019). Conversations on social media, however, highlight 
that despite the increased awareness relating to the experiences of the 
disabled, chronically ill and/or neurodiverse, misconceptions and misun- 
derstandings still prevail, leading to fundamental crises for individuals 
(BBC News, 15 January, 7 August, 19 November 2018; Coleman 2018; 
Rimmer 2019). 

In this chapter, I draw on my research into academics’ lived 
experience of illness to consider individuals’ sensitivities and the 
sensibility required in communicating with disabled, chronically ill and/ 
or neurodiverse academics. I commence this chapter with a brief intro- 
duction to the research upon which this chapter is based. Subsequently, 
drawing on the research data analysis and using specific examples 
from the research, I focus on sensitivity demanded of all of us. I discuss 
sensitivity around our use of language and individuals’ experiences of 
illness that may directly impact conversations and or processes, such as 
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the research on hand. Further, I highlight how sensitivity helps deepen 
understanding when considering the situation of those needing to 
disclose a disability or illness, or more specifically an invisible, potentially 
contested condition. Finally, I emphasise the need for sensitivity in 
relation to the emotional labour involved in being ill and/or disabled. 


The construction of academic identity under the 
influence of fibromyalgia 


The premise of this research project was the understanding that illness 
and/or disability as a lived experience impacts a person’s understand- 
ing of self and thus will influence their construction of their academic 
identity. The focus on fibromyalgia is particularly pertinent, as fibro- 
myalgia as a condition is contested. Fibromyalgia is characterised by 
chronic, widespread pain, fatigue, sleep disturbances, cognitive dysfunc- 
tions (often described as ‘brain fog’ or ‘fibro fog’), increased sensitivity 
and psychological disorders (White and Harth 2001) and it is associated 
with a wide range of somatic symptoms (Wolfe et al. 2010). The range of 
symptoms on its own makes the condition difficult to grasp. Moreover, 
fibromyalgia symptoms typically wax and wane, change and move. These 
shifts of kinds of symptoms, their distribution and their severity happen 
over the space of longer periods such as months and weeks, but often 
occur within days or even hours. A person with fibromyalgia may get up 
early in the morning struggling to move for the pain, but then several 
hours later may be well enough to engage in exercise programmes, work 
routines or other everyday activities, only for the body to then crash under 
the strain, to the point where the person will experience debilitating 
fatigue and pain, sometimes for several days before getting better again. 
Therein lies the main problem for individuals diagnosed with fibromyal- 
gia. The lack of a definite process for diagnosis and the variability of the 
condition make it a doubtful and contested condition within the medical 
professions, too (Ehrlich 2003; Wolfe 2009; Mengshoel et al. 2018; 
Hauser and Fitzcharles 2018). 

For this research, I recruited 28 academics from all career stages 
who had been diagnosed with fibromyalgia. Academic roles ranged from 
early-career researchers currently undertaking their PhD studies, via 
mid-career academic practitioners and lecturers, to professors in later 
career stages. Participants’ working conditions ranged from independent 
research positions and self-employment to hourly paid lecturers and 
those in part- and full-time employment in further education and higher 
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education contexts. The fibromyalgia diagnosis as inclusion criterion 
was more clearly defined and led to fewer variabilities. All participants 
had received a formal diagnosis at some point in their lives, with the 
time lived with a formal fibromyalgia diagnosis between 3 and 10 years. 
During the course of my research and work with participants, two 
participants’ fibromyalgia diagnoses were re-evaluated and refined. The 
fibromyalgia diagnosis was not entirely revoked but reframed within the 
context of Ehlers-Danlos syndrome and central sensitisation disorder, 
respectively. As the fibromyalgia diagnosis continued to be relevant 
and both participants’ treatments for fibromyalgia were also continued, 
the participants’ contributions to the research were not excluded. 
Participation varied among and across participants, with some starting 
the research and dropping out and others temporarily withdrawing from 
the research tasks but then returning to them in order to complete them. 
Of the 28 academics signed up, eight participants can be considered as 
having dropped out entirely. 

The research approach has been published elsewhere (Brown 
2018a; 2018b; 2019). Suffice it to say, data was generated through 
arts-based approaches combined with interviews conceptualised as 
conversations between the researcher and participants (Brinkmann 
and Kvale 2015). Data analysis drew on artistic approaches as well as 
on traditional coding processes through an iterative process of sense- 
making through employing hermeneutics (Smith et al. 2009) and 
thematic analysis (Braun and Clarke 2006; 2019). For the following 
sections, I have extrapolated some data from the research that referred to 
the themes of interruptions, correct language, disclosure and emotional 
labour in order to highlight the broader topics of sensibility and 
sensitivity. Participants’ names used in the following are pseudonyms. 


Interruptions and disruptions 


Throughout the process I encountered interruptions and disruptions to 
the data generation and analysis stages. Due to the variability of fibromy- 
algia, academics drifted in and out of participating in the research. They 
were keen to tell their stories, share their experiences and be heard; but 
the reality of life with fibromyalgia and pressures of academic work led 
to flare-ups and complications, which in turn resulted in the increased 
need for pacing. Within the hierarchy of academics’ priorities, participa- 
tion in my research was often the first thing to be abandoned or cut back 
on. During the course of my study two participants interrupted their PhD 
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studies, one participant decided not to continue her PhD studies and 
forfeited her scholarship, and three further participants contemplated 
reducing working hours and workloads, accepting diminished salary. 
Out-of-office messages were a constant reminder of the fluctuation of 
illness and long-term absences. 


Automatic reply: Thank you 


To Brown, Nicole 


I am currently on sick leave. If your message requires a reply | will do so as soon as possible once | return. 


Best wishes 


Figure 3.1: Screenshot of an email sent to Nicole Brown. 


But as someone with fibromyalgia myself, I too encountered flare-ups 
and periods of increased pain. Mostly I was able to maintain composure 
and it would not impact the conversations with the participants so that 
they specifically asked about my health status: 


And so, what about you? Do you have it as well? And is that why 
you started to look into it? 
Jackie 


Nicole 

I never asked but, if I may know (don’t worry if you can’t answer) 
do you yourself suffer from fibromyalgia? 

Carmen 


In all honesty, being able to maintain public face and composure was only 
possible because many of the conversations happened by email. Indeed, 
my participant Carmen’s query started a whole conversation around my 
being ill, carrying out research and balancing work with the doctorate 
and family commitments: 


From Nicole to Carmen: 

Dear Carmen, 

I saw your message earlier, but was rushed, so didn’t want to 
reply straight away. The short answer is yes, I do. The full story is 
somewhat longer, but I was initially diagnosed in 2003. However, 
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I didn’t accept the diagnosis and so continued the journey from 
doctor to doctor, until in 2012 I was diagnosed again. This was the 
point where I started accepting the diagnosis. But with hindsight 
I showed the first signs of fibromyalgia when I was a teenager, so 
probably around 1990. So, yes, I have a long story myself. Feel free 
to ask away... [smile emoji]. 


From Carmen to Nicole: 

Hi Nicole, thank you so much for sharing your stories 

I appreciate it 

And well done to you that you have worked hard so far for your phd 
and other things in your career 

Ijust........ I’ve been finding the phd hard as I’m ill a lot 

I have constant headaches, sore throat, fatigue and fever 

And it’s just..... people around me start to adapt with my pain I 
think as I’m always ill 

And like with panels and examinations etc. it’s done after 8 months, 
1 year etc. and it’s just that my 8 months seem to be different than 
a healthy student’s 

As I am not capable of 8 hours a day of work, for example 

And in the end my PhD is assessed by my thesis 

And not say my thesis and the situation where I’m working on my 
thesis with this illness 

Sometimes I feel like it’s a huge struggle cause I can’t work as much 
as other people in the way that I have limited time and energy 
That’s why I asked. 


From Nicole to Carmen: 

I fully understand. And it doesn’t come easy for me either. I am 
usually asleep by 10 pm, and don’t do much after 8 pm actually. 
For me the worst thing is the brain fog, which really upsets me. But 
Iam ill a lot, too. 


From Carmen to Nicole: 
Tm just worried that I won’t finish my PhD, I think. 


This conversation disrupted the natural flow of the interview and we 
ended the conversation on a leisurely note, only to take up the interview 
on another occasion. However, these interruptions demonstrate the 
reality of being a researcher and trying to work through an illness. 
Similarly, there is ample evidence throughout all interviews of how 
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individuals, including myself, started struggling after a certain amount 
of time, finding it difficult to focus thoughts, not being able to prevent 
brain fog from setting in: 


[Pause]. Right. I tell you, tell you what Alison, I’m starting to 
struggle now. Umm, umm, I mean, I think it’s been roughly an hour 
anyway, that we’ve been talking. If it’s okay with you, Pd, Fd like to 
ask you back for another chat, cos I, I’ve actually written down a, 
a few questions, and I’ve got a few questions that I want to, to ask, 
but I really, Pm starting, I know that I’m starting to, yeah, not be 
able to focus. 

Nicole 


Sorry Nicole, I’m fucked, I’m really tired. Lost my train of thought, 
going to lie down for a second, yes. 
Hanna 


Thank you for changing it this afternoon, but I, I slept for 12 hours 
when I got, because I got back yesterday [from an international 
conference]. I was, I was so behind and, I appreciate you being able 
to adjust it. 

Jackie 


Once I had coded all the data and had gone over all of the interviews, 
I realised that one particular conversation between Angela and myself 
epitomises the severity and immensity of the task of balancing work and 
life with an illness, of carrying out research and maintaining a relatively 
normal work schedule while having fibromyalgia: 


Nicole: And at the same time to be very, very honest, I’m finding 
myself, that Pm now starting to struggle to make the 
connections that I need to make [laughs]. 

Angela: Ohno. Okay, yeah, it’s hard when you’re focusing. 

Nicole: I’m coming to the limits of my concentration span, I 
think. 

Angela: Iunderstand, yeah. I totally get it. Ido. Believe me. 

Nicole: Its really frustrating cos, yeah, it’s lovely to hear you talk, 
and, and it kind of makes a lot of sense, of the things that 
you say in it, and I, I get the drift of, you know, like, some 
jobs being more, sort of, related to status and reputation, 
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and therefore not as welcoming or accommodating to 
people like ourselves basically. 


Some of the interruptions were also signs of minds drifting off, but at 
the same time a way for the participants to engage me in their personal 
environments: 


I don’t mind [wearing a headset and standing out from other 
colleagues]. [Waves]. Sorry, Pm just waving to some, my 
neighbours. [Laughter]. But I don’t mind wearing a headset, in fact 
I think it’s great. 

Jackie 


There was a couple of years really of doing sort of small courses. I 
did a Spanish course, I did a course in soft furnishings in curtain 
making. I made these curtains, lIl show you my curtains. They are 
pretty good curtains. See? Look, those curtains there [moves the 
screen round to show curtains]. 

Hanna 


It was situations like these that made the research process particularly 
difficult. Sensitivity and sensibility were required in order to respond 
appropriately to the needs of individuals. I was constantly trying to 
distance myself from my own experience as an academic with fibromy- 
algia in order not to become known as ‘the fibromyalgia patient’, not to 
be leading in my questioning and to maintain objectivity regarding the 
thoughts and experiences of others. However, through engaging with the 
participants on such a personal level, being shown around their houses, 
meeting colleagues, friends, husbands and partners, I felt drawn into the 
participants’ world in a way that I feared would disrupt my analysis and 
my understanding of what was happening. For some participants, like 
Hanna, the conversations through the research process would constitute 
their only social contact for a week, sometimes two. In this sense, 
dismissing individuals’ stories, even if they would not necessarily be the 
focus of the research, would have been detrimental to the individuals 
and consequently to my relationship with them. 
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The correct language and terminology 


The research showed how the academic participants in this research 
made sense of academic identity and their work in academia, but also 
their experiences with the fibromyalgia diagnosis. Throughout this sense- 
making process academics engaged in a scholarly debate and considered 
their experiences on a personal level but through a somewhat academic 
lens. It is this scholarly and academic endeavour to reach understand- 
ing that has led to the all-important debate around terminology and 
language. The importance of language and terminology was highlighted 
in an informal conversation at a very early stage of this research project, 
when I spoke to a participant about being a fibromyalgia patient, but 
corrected myself to say a person diagnosed with fibromyalgia: 


Nicole: So, one of the questions relates to how you feel as a 
fibromyalgia patient, I mean, a person diagnosed with 
fibromyalgia. 

Patricia: I’m not a person diagnosed with fibromyalgia, or a 
patient. I am a sufferer. 


Within the wider discourse around illness, disability and neurodiversity, 
language and terminology are a hotly debated topic. There are advocates 
who would like to see language to reflect that the person is more 
important than the person’s disability, for example. Then again, there 
are specific groups advocating terminologies used to reflect the person’s 
identity that is encapsulated in language. According to this debate, it 
should therefore be unthinkable to say ‘the disabled’ or ‘the handicapped’, 
but would be desirable to use ‘the Deaf’ or ‘the Autistic’ (Sinclair 2013). 
Language here is seen as a powerful tool to convey thought processes. A 
person using a wheelchair, for example, would primarily want to be seen 
as the person rather than the disabled person (Ward and Meyer 1999). 
This interpretation is closely aligned with the social model of disability 
(Oliver 2013) that sees disability as a barrier imposed by society and 
its members. In contrast to this, proponents of the use of ‘the Deaf’ or 
‘the Autistic’ are generally advocates of the affirmation model (Swain 
and French 2000). For them, being ill, disabled or neurodiverse is not 
a negative, non-normal experience. Instead, they embrace their illness, 
disability or neurodiversity as part of their identity. In this sense, offering 
a hearing aid to those who are deaf is an affront to their identity: the 
inherent experience of being deaf is taken away from them (Leigh 2009). 
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Similarly, the term ‘patient’ is charged with connotations and reminders 
of a person’s passivity and victimisation within the medical realm, 
as patients are objects within doctor-patient relationships, whose 
experiences are validated by doctors and who are supposed to endure 
treatments prescribed to them. Most participants in this research were 
very precise regarding the terminology they used and they wanted to 
be used. Even if most participants did not express their preferences as 
clearly as Patricia had done, the most widely used terminology around 
fibromyalgia was to do with suffering: 


I go through phases of this, and so therefore, I must be lucky, that 
Tm not one of those people that suffers all the time but, no it comes 
and goes. 

Jackie 


I have just seen [a tweet] which reminded me that I had not 
responded to your DM [direct message]. Please accept my 
apologies. This is the way it is with FM sufferers, or at least me. 
I have been going through a very bad patch for about the last 
8 months or so. 

Patricia 


One of the, my colleagues, she was talking about fibromyalgia, she 
was talking about how she was suffering [...] I said I feel the same. 
Kate 


Did we really need to talk to pain sufferers? Like, yes, also pain 
sufferers is a really problematic term [thumbs up sign]. So there 
has been a fair amount of political juggling. 

Alison 


The language that participants and I have used throughout the project 
was therefore largely agreed upon on an individual basis. After all, 
not only are these terms politically and culturally charged and as such 
represent signs of oppression and victimisation, they also encapsulate 
personal experiences and feelings in relation to being ill. The conversa- 
tion quoted above highlights very clearly how politically correct language 
may sometimes be inappropriate exactly because it takes away that 
charged connotation. With fibromyalgia the concern around the right 
use of language and terminology is even more complex, as fibromyalgia 
is badly understood and therefore not clearly classifiable as an illness, 
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disease or disability. Overall, all participants described fibromyalgia as a 
disabling condition, although most were reluctant to refer to themselves 
as disabled. Sensitivity regarding which language to use and how to 
approach individuals was key for the development of a long-lasting rela- 
tionship with individuals. 


Considerations of disclosing fibromyalgia in academia 


Where hidden or invisible conditions like fibromyalgia are concerned, 
individuals have a choice to disclose, pass or conceal (Goffman 
1990/1963) and therefore more control over their identity (Kundrat 
and Nussbaum 2003). The decision on whether or not to disclose fibro- 
myalgia is closely linked to academics’ personal attitude towards the 
condition, and as such rests on a number of factors. Age plays a particu- 
larly important role in this connection. Individuals who are older or who 
have more experience with illnesses tend to cope better with managing 
issues around their conditions and the broader concerns of disclosure 
(Kundrat and Nussbaum 2003). Before being able to publicly announce 
and stand by an illness, the person needs to have come to terms with the 
condition at a very personal level. For some participants, being ill with 
fibromyalgia was very strongly connected with the feeling of being held 
back and slowed down. This emotional response also determines how 
participants act and react towards others knowing about their condition. 
Participants generally consider fibromyalgia as disabling and are not 
shying away from considering themselves as being disabled or referring 
to fibromyalgia as a disability. 


For me a disability is something except for which you would be able 
to perform at full capacity and participate fully, in your, in your life, 
however you want that to be. [...] Mine is a thing that reduces my 
potential performance and that needs accommodations to bring 
me up, to the level of everybody else. No, I think, I think mine’s a 
disability. 

Sian 


And yet, having lived with fibromyalgia for a long time and attempting 
to make sense of the condition does not necessarily mean that one has 
accepted and fully come to terms with it to such an extent that a public 
disclosure is acceptable. To be confident enough to tick the ‘I am disabled’ 
box means that this person would have accepted his/her dysfunction, 
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disability or illness, a rather advanced stage in the moral career of a 
discredited person (Goffman 1990/1963), as it means learning to accept 
chronic illness, neurodiversity or disability as a normal experience of life 
or even as an asset, an outlook on disability that is at odds with inter- 
nalised ableism: 


I think I would disclose if I needed any reasonable adjustments, or if 
I could put those in place I would not disclose maybe, it depends, it 
depends. I know now that I couldn’t go for a full-time teaching post, 
lecturing post, because I wouldn’t have the stamina. Unfortunately. 
And that’s very sad to have to say that or admit that. 

Kate 


In addition to this very personal interpretation and understanding of 
disability, a public disclosure brings further risks. Academics, specifically 
early-career academics, worry about the consequences of being identified 
as someone dealing with health issues and conditions. In an environment 
where temporary, as-and-when contracts are more prevalent than 
permanent, tenured positions, employees are concerned about job 
insecurity. Individuals fear that by admitting to health conditions or 
disabilities they may be worsening their chances for employment. For 
them, the rewards of passing (Goffman 1990/1963) are greater than the 
consequences of disclosing. Some participants told of occasions when 
they had shared their diagnosis with colleagues whose lack of under- 
standing had led participants to change their views on disclosing and to 
generally hold back: 


What I’ve found interesting this year is, ’'ve had three students 
come to me telling me they’ve got it [fibromyalgia]. And it was 
really interesting, when I said I understood because I had it, and 
they said, but you’re so full of energy, how do you keep going? 
Because they'll sit in lectures and then say, I’ve got to leave, and I'll 
go home, and they won’t see me go ooh [does flopping exhausted 
action]. 

Jackie 


I’ve told four people at work that I have fibromyalgia and I think, 


two of them kind of understand. 
Yasmin 
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Whether or not academics choose to disclose their disabilities and 
illnesses is, in practice, a risk-benefit analysis of consequences associated 
with the specific concern or issue. In order to access support, workplace 
adjustments, potential financial benefits and allowances, academics do 
need to disclose their conditions. Another potential benefit of disclosing 
a condition is the opportunity to have an ally and companion, someone 
to share the same identity with (Defenbaugh 2013). However, disclosing 
more commonly means being categorised as a deviant within the normed 
and normalised society, which in turn leads to being stigmatised (Goffman 
1990/1963). Within academia it is this stigmatisation that causes 
particular concerns. Invisible, lesser-known or contested conditions are 
dismissed as a fabrication, malingering and the act of a fundamentally 
lazy or overwhelmed worker seeking validation. Considering such strong 
views, the act of disclosing automatically links the personal and private 
to the public. Participants talk about how disclosing fibromyalgia as an 
illness or potentially as a disability could result in an increased risk of 
being stigmatised and discriminated against, particularly as fibromyalgia 
itself is a contested condition and not widely understood or accepted. At 
the same time, this risk is weighed up against the potential support and 
help they would receive. 


I now do put in that I have a disability, because, well, I mean with, 
with that sort of thing it’s because I might need access to some form 
of service. 

Bernie 


Well I’m always honest about it, so for example I submitted a grant 
application on Monday and there was the equalities disabilities 
monitoring form and so in a box it said, you know, ‘do you have 
any special concerns’ and I’m always honest, and I put on there, 
you know, multiple chronic medical conditions that require 
accommodations, so I don’t hide it in terms of submitting my work. 
Sian 


The decision about whether to disclose or to hide a condition is 
therefore an act of self-preservation, information control and impression 
management (Goffman 1990/1959; 1990/1963) — thus it is identity 
work. For most participants, disclosing to colleagues and immediate line 
managers did not equate to disclosing to the university at institutional 
level; and they felt more comfortable with completing the monitoring and 
disability review forms than with explaining themselves to colleagues: 
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They [colleagues] can’t help me, you know, so it’s basically, like, 
why would I want a pity party. There’s nothing they can do, they 
can’t take my work from me, they can’t give me any less work, they 
can’t do my work for me, they can’t give me the career progression 
that I want, erm, with the record I have, without it there is no such 
thing as a mitigating circumstances form, for career progression, 
erm, and people don’t have an ability to forget what you tell them. 
They will just constantly be asking me how am I feeling, and, you 
know, how are you doing and I don’t want to talk about it with 
them if they can’t help me. 

Sian 


Sian’s words in relation to what colleagues can and cannot give her 
exemplify this cost-benefit analysis. She does not want her colleagues 
to feel pity, commiserate with her or focus on her illness more than on 
practical work and solutions. A ‘pity party’ would have a serious impact 
on her academic identity: not only how she sees herself, but also how 
others within academia see her. 

Being an academic means more to individuals than a mere 
profession or role. For the participants, being an academic is a lifestyle 
choice that allows them to indulge in their personal curiosity and thirst 
for knowledge. In this sense, disclosing fibromyalgia would be seen 
as an admission of weakness. It is this element of weakness that also 
determines the tendency towards not disclosing fibromyalgia. For some 
participants, considering themselves as ill or disabled is a self-fulfilling 
prophecy and the beginning of a downward spiral of failure that will 
be more difficult to escape. Therefore, instead of admitting defeat the 
academics push themselves through episodes of illness, pretending that 
everything is fine: 


Some days I have no idea how I’ve got to the end of a lecture 
because you put so much energy into it, especially on those days, 
when you’ve got more and more tired [...] I do sometimes get to 
the end and think, I don’t actually remember the last part of the 
lecture, but we got there. 

Jackie 


People see me as being able, and yeah, they see the image I portray; 


they see me as being able and energetic and mostly on and up. 
Yasmin 
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In the conversations, participants highlighted that even once they have 
personally come to terms with being ill, the disclosure of that illness in 
academia is still contentious. Attitudes and expectations in relation to 
productivity and ways of working are such that deviation from that norm 
is practically impossible, especially in an environment where precarious 
contracts and job insecurity are rife: 


I don’t think you can, you can like openly disclose. 
Kate 


Youre breaking protocol because youre being vulnerable, personal 
and interpersonal, and intrapersonal; and you’re asking for 
something different, you’re asking to be assisted, you’re asking for 
help, you’re actually displaying the need for assistance, which is 
really not welcomed all the time, and actually it’s irritating. 

Angela 


There are kinds of disabilities that are easier to disclose, that have 
different kinds of stigma that do affect workplace politics, so I think 
it is, Pm not at all talking about the lived experience, but I think it 
is easier, say, you’d get a better reaction if you’re a woman and you 
say ‘I have breast cancer’ than if you say ‘I am a woman and I have’, 
I don’t know, ‘borderline personality issues’. 

Alison 


Many participants discussed disclosing to colleagues and the university in 
relation to and connection with their contractual conditions. Participants 
on fixed-term contracts or on support staff or teaching fellow contracts 
were less likely to disclose their fibromyalgia diagnosis. The question 
around when people were told of, found out or knew about her life with 
fibromyalgia prompted Dana to contemplate her privileged professorial 
position: 


Most people only know about me having fibromyalgia once I 
became a professor. [...] It wasn’t a conscious hiding of it, but it 
might have been unconscious. And also remember, it also goes with 
the research because before that research was ‘fibromyalgia’s a 
psychosomatic disorder’, so did you want people to think it’s in your 
head, and things like that; or is it the influence of research then 
in the last four or five years talking about, you know, neurological 
conditions or sort of, sort of biochemical sort of aspects of it. So, 
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I don’t know whether it’s the, having that professor identity, or 
something, or if it is to do with the research [that] is now, if you 
like, validating my experience as not just being in my head, but 
having a physical cause. [...] I remember when I, or we had HR 
paperwork being reviewed and we were renewed and we were 
being asked to update them, and I put about fibromyalgia and one 
of my colleagues, I don’t know why he knew that, said ‘Are you 
sure? Are you sure you want people to know that?’ 

Dana 


Dana goes on to explain that she had eventually come to terms with the 
diagnosis on a personal level and is now using her privileged position 
as a professor to advocate for and support others with fibromyalgia. Her 
moral career has taken a turn towards being a professional within her 
group of the ‘discredited’ (Goffman 1990/1963, 38). For her, fibromy- 
algia is now no longer merely an illness she has to deal with, but also 
the focus of her research and public engagement activities. In her own 
words, she is now in a position where she can indulge in more freedom 
and flexibility: 


If I don’t have a class, and if Pm not well, if I decide I’m going, not 
going to start work at nine o'clock, [ll start at 12 o’clock and I'll 
carry on for my, whatever number of hours I want to work, or I can 
work from my bed, so I’m in pain, but my brain’s working, so Ill 
work from my bed. I can do that. 

Dana 


Other participants, especially those in the early stages of their career, 
find being ill in academia taxing and demanding. In their view, getting 
the balance right between work and private life is often difficult because 
academia is experienced and interpreted as an all-encompassing lifestyle 
choice and identity. Participants therefore regularly refer to their 
emotional experiences, and managing their self-worth and feelings of 
isolation. Being diagnosed with a chronic illness is in itself life-changing 
and isolating (Charmaz 1991; Frank 2013). But then the feeling of not 
being able to be completely open, honest and transparent about the 
body’s needs and therefore the adjustments required also leads to a wide 
range of emotional responses. Participants express their experiences 
and feelings of isolation and having to work through their needs by 
themselves, especially if they have not disclosed their condition to those 
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around them, and so they have to deal with their illness on their own and 
thus become even more isolated: 


At the moment I just feel like Pm just a, a mess. I feel like, like, 
people are avoiding me from my course, maybe not deliberately 
but they’re just, they’re so busy and involved with what they are 
doing. And I think extended illness of this type makes people very 
uncomfortable. They, they don’t know what to say, they don’t know 
what they can do. It’s not like an acute illness where they can come 
and visit you with a bunch of flowers and, you know, you’re in 
bed looking all poorly and then next week you’re not so bad and 
then the following week youre back in the office. I think it’s very 
confusing for other people and, and, yeah, I think it makes them 
feel uncomfortable, and I feel like people who were very supportive, 
say, six months ago, the last, this last spell of illness since March, 
I’ve hardly heard from them at all, not seen them, so I do feel a bit 
abandoned. And, and, you know, I, I have made an effort to keep in 
touch with people, it’s not that I’ve put myself off, I understand that 
they’re really, I mean, they are insanely busy, they could, you know, 
they’re in the midst of their PhDs, but it’s, I do feel a bit hurt. 
Hanna 


You know, and then the really annoying part is that when I do want 
any social interaction or I want to go and see people or talk about 
ideas nobody has any time for me, right. 

Sian 


Thought processes around disclosure therefore relate to physical, 
material manifestations as well as emotion work. In effect, individuals 
analyse and calculate whether disclosing the condition is a risk worth 
taking. Individuals are more likely to disclose their health concerns if 
they feel that disclosure facilitates continued employment and explains 
absences or conditions (Butler and Modaff 2016). Women with fibromy- 
algia have also been found to be more likely to disclose when fluctuating 
work commitments or changes in work relationships occur (Oldfield 
et al. 2016). The difference between the general public and academics 
is manifested in the dimension of disclosure. Non-academics choose 
to disclose illness and impairments to provide information about the 
contested illness or to selectively reveal invisible impairments (Oldfield 
et al. 2016). 


ABLEISM IN ACADEMIA 


‘Disclosure dances’ in academia 


In order to understand what it means to be disabled or ill in academia, 
higher education must be seen in the context of the processes towards 
increased marketisation, internationalisation and bureaucratisa- 
tion (Hussey and Smith 2002; Tilak 2008; Gewirtz and Cribb 2013). 
Through their ability to critically reflect and analyse, academics identify 
the working conditions as a contemporary academic in the neoliberal 
university as a source of aggravation for their symptoms. However, 
academics do not interpret the academy as a source or cause for the 
condition. Instead, working in academia continues to be romanticised 
(Lovin 2018) and is still seen as worth striving for, and so the partici- 
pants’ focus lies on managing their emotions and bodies in an attempt to 
compete with non-disabled colleagues. 

In an environment where, as discussed, the culture of overwork is 
endemic, the academic who becomes ill or disabled faces the decision on 
whether they disclose their ‘weaknesses’. This choice around disclosure 
is open to anyone who has a so-called ‘invisible’ disability, and even 
individuals who have more obvious physical disabilities can often 
choose the extent to which they disclose their effects. For example, 
they may have no option but to disclose that they are in a wheelchair 
or use a mobility aid, but could decide whether to disclose the fact 
they also have a diagnosis of fibromyalgia and the additional pain, 
fatigue and brain fog they suffer. At the same time, disclosure is a form 
of information management and controlling what kind of information 
is shared (Goffman 1990/1963). Openly admitting to having brain 
fog — a cognitive dysfunction — in an employment that prides itself for 
cerebral work is not the same as openly admitting to having pain. The 
selection of what is shared at which point, under which circumstances 
and with whom, and the subsequent sharing of details are ‘dances 
rather than declarations’ (Oldfield et al. 2016, 1451), as, like dancers, 
individuals respond to circumstances and persons when they share 
particular experiences or details. This is because disability or illness are 
often not interpreted or felt as fixed states, but as fluid, liminal spaces 
or continua. Within the lived experience of a disabled or chronically 
ill body individuals go through phases of ‘feeling normal’ and ‘feeling 
disabled’ within their bodies (Deegan 2010, 30ff.). Apart from the fact 
that conditions often fluctuate and therefore disability or chronic illness 
does not take on permanency, the narratives of individuals with disabil- 
ities and chronic illnesses highlight that personal circumstances, external 
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factors and environments impact the conception of whether or not the 
body is experienced as ‘normal’. Disability is not dichotomous, but a fluid 
state (Barnartt 2010), where one’s experience of cognitive dysfunction, 
pain and fatigue is more or less pronounced. With this in mind it is not 
surprising that disclosure is complex. 

Ultimately, within academia three core conditions need to be met 
for a person to be able to disclose their ‘otherness’. First, the person with 
the diagnosis needs to have reached a state of personal acceptance. For 
example, if we use the example of an individual academic with fibromy- 
algia, they would first need to learn to accept that there is something 
‘wrong’. It is perhaps easier to accept an illness than to accept disability, 
but then it is not so easy to accept an illness that does not have an outcome 
-unlike cancer, for example, where the narrative is one of heroism (Frank 
2013) for those who fight and survive, but also for those who are brave 
knowing that they cannot survive. Second, those with a fibromyalgia 
diagnosis need to experience acceptance at their workplaces. The culture 
at the workplace must be such that individual differences are accepted 
and understood. Medically unexplained or contested conditions like 
fibromyalgia and chronic fatigue syndrome, in particular, are not met 
with the right levels of understanding. For example, a visible disability 
requiring wheelchairs, walking canes and guide dogs is more easily 
understood than disabilities that cannot actually be seen. ‘But you don’t 
look sick’ is commonly heard. Finally, in order to be able to fully disclose 
the fibromyalgia diagnosis, an academic needs to be sure that there will 
not be any repercussions. In reality, many academics, especially those 
with hidden disabilities and illnesses, experience discrimination in one 
form or another — not necessarily as a malicious act, but because of lack 
of understanding (Brown and Leigh 2018). As society is discriminating 
in that sense, academics with illnesses worry that their workplace will 
be equally discriminating if it becomes clear that they have health needs, 
and so they end up not disclosing their condition. With this in mind, the 
disclosure issue is really about how comfortable academics are within 
their own skins. Disclosure therefore needs to be discussed as a personal, 
private event as much as it needs to be considered as a public event. 

When disclosure is considered within the public realm, it tends to 
be discussed in the context of stigma. Many academics with invisible 
conditions or disabilities have got an opportunity to navigate their image 
and control if and how much they would like to divulge of their condition, 
and hence their ‘otherness’. Their bodies do not openly display their 
issues and are not inscribed with any stigmatising features (Goffman 
1990/1963). This is obviously a concern because they may be treated as 
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‘normal’ in relation to productivity and effectiveness although they may 
not be able to meet these high expectations due to their bodily limitations. 
At the same time, not disclosing a condition does mean that academics 
may pass and not be subjected to stigma (Goffman 1990/1963). General 
awareness and understanding of the lived experiences are so limited that 
individual symptoms do not tend to come up within everyday interac- 
tions with others. Academics may struggle with brain fog, lack of concen- 
tration and focus, but these are personal experiences, not public ones. In 
the case of conditions like fibromyalgia that are contested and medically 
unexplained, individuals are often doubted and indeed start doubting 
themselves. But even conditions that are visible or disclosed through 
stigma symbols (Goffman 1990/1963) such as back rests, wheelchairs 
and hearing aids lead individuals to question themselves. Sensitivity is 
therefore the key component in an empathetic approach to communicat- 
ing with disabled and chronically ill academics. 


The emotional labour of disclosure 


In the previous sections I have shown how negotiating fibromyalgia in 
the academy is not only a public but also a private endeavour. I have also 
highlighted how the research process as a whole and individual conver- 
sations in particular have been shaped by the condition and external 
factors surrounding it. In this final section, I would like to return to the 
theme of disclosure as a sensitive issue. Ultimately, any work relationship 
with others but also with oneself requires the negotiation of emotions. 
For example, the choice of whether or not to disclose a condition 
is as much emotional as it is logical and rational. On the one hand, 
there are benefits to disclosing illness, in that as the person disclosing a 
condition, you can share your experiences and explore a support network 
of others with the same identity. Disclosing therefore leads to having an 
ally and companion through illness (Defenbaugh 2013). On the other 
hand, trying to contain the important information around one’s illness 
results in individuals needing to manage their conditions, but also trying 
to ‘hide’ key components of who they are. This information control 
(Goffman 1990/1963) is fraught with the potential risk of being exposed 
involuntarily or of being blackmailed into disclosing a condition one may 
not necessarily be ready to share publicly. The most recent examples of 
such journeys relate to the Welsh rugby player (Davies 2019) and Queer 
Eye presenter Jonathan Van Ness (BBC News, 22 September 2019), 
whose HIV diagnoses suddenly entered the public domain. With hidden 
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or invisible conditions individuals normally have a choice to conceal 
or disclose and therefore have more control over their identity. Age is 
often thought to be relevant for how individuals deal with illness and 
disabilities, as older people are more experienced in dealing with illness. 
Age here is not understood as the chronology of life and time; it is rather 
the space, state of mind and mindset within one’s lifespan that relates 
to whether an individual has had more or less experience with being ill 
(Kundrat and Nussbaum 2003). However, in reality, coming to terms 
with a condition on one’s personal level and subsequently managing the 
information about oneself in social networks are detailed processes of 
knowing who to tell what and ensuring that different groups of peers do 
not necessarily meet each other in order to be able to maintain the chosen 
secrecy in the workplace, for example. As this information management 
requires careful staging of one’s identity as well as the containment of 
emotions, information control needs to be seen as a form of emotional 
labour (Goffman 1990/1959; 1990/1963). 

Although emotional labour and emotion work within academia are 
still poorly researched (Constanti and Gibbs 2004), several strategies 
and factors for emotion management have been identified (Archer 
2008; Morris and Feldman 1996; Frost 2003). The strategies range from 
‘playing the game’ and speaking out about what is wrong through to 
lowering one’s own expectations or, in the worst case, ‘quitting the game’ 
(Archer 2008). The emphasis in all these works lies on the fact that the 
requirement to manage and control information about oneself leads to 
emotional pain. If no active countermeasures are taken to alleviate this 
emotional pain, it has the potential to become toxic ‘to the point that 
it can be contained no longer and finally erupts’ (Ward and McMurray 
2016, 88). This eruption may then manifest itself as an aggravation 
of symptoms, stress or worsening mental health, which in turn will 
increase the emotional impact on individuals. Knowing that these are 
the experiences of individuals with disabilities or chronic conditions, 
we return to sensitivity. In an ableist society such as academia, this kind 
of sensitivity and empathy is often foregone — not necessarily because of 
malicious intent, but because of lack of understanding and awareness of 
different ways of living and working. 
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4 
Fibromyalgia and me 


Divya Jindal-Snape 


Through poetic inquiry Divya Jindal-Snape offers a moving expression of 
the narrative ls self-doubts linked with the experience of having a contested, 
invisible illness. In her poem the author acknowledges the significant role 
the illness experience plays but at the same time emphasises that there is 
more to self — and an academic self — than an illness. 


The pain you are causing me is driving me to my bed 

But do you exist or are you just in my head 

Should I resist you and carry on with life 

Am I looking for an excuse for being a bad mother and wife 


Am I just lazy 

And a bit crazy 

To think I need my bed 

When you are just in my head 


New research does suggest that you are real and not ‘just in my head’ 
What a relief as the psychosomatic label used to fill me with dread 
However does everyone understand that the pain and fatigue are here 
to stay 

Any amount of exercise, rest or medication won’t take them away 

At least not fully but maybe enough to take off the edge 

So that I can carry on without wanting to jump off the ledge 


I hope no one has to go through such pain and fatigue 
As even now for some medics you are full of mystique 


What hurts more is that people who don’t have a clue 

Give me advice on what I should or shouldn’t do 

Good support from family and friends over the years 

Strong shoulders to rely on helped deal with you with minimal tears 


You are however only a small part of me 
I will acknowledge you but won’t allow you to become my identity 
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A practical response to ableism in 
leadership in UK higher education 


Nicola Martin 


In 2017 Boucher observed that ‘Disability has been almost totally 
ignored in the leadership literature’ (2017, 1005). This chapter aims 
to make an evidence-based contribution to the discussion, focusing 
specifically on leadership by disabled people in higher education and 
informed by a report commissioned by the Leadership Foundation 
for Higher Education (LFHE) and undertaken by the author (Martin 
2017). Disabled academics such as Campbell (2009), Oliver (2009) and 
Shakespeare (2013) provide numerous illustrations which show that 
disabled people are often by necessity strategic, entrepreneurial problem 
solvers with the ability to see the bigger picture. These scholars and 
many others, including Bass (1999), Black (2015) and Logan and Martin 
(2012) suggest that abilities associated with good leadership develop as 
a result of a lifetime of having to find creative ways to address myriad 
socially constructed everyday difficulties. 

In areport commissioned by the LFHE, Bebbington (2009) provides 
compelling arguments in favour of diversity in leadership from social 
justice and business perspectives, and suggests practical ideas for taking 
this agenda forward. Equality data from 2016-17 quoted later indicates 
that the majority of leaders in higher education are still non-disabled 
white men between the ages of 46 and 55, so progress since Bebbington 
wrote her report can hardly be described as rapid. Rather than being 
problematised, disability is viewed here and in Martin’s (2017) LFHE 
report as a valuable aspect of diversity. Barriers are considered, such 
as lack of access to leadership training and ableism in many forms, 
including ‘the tyranny of low expectations’. Enablers are also explored 


in depth, including organised supportive environments and the personal 
characteristics of disabled people who often bring exceptional strategic 
and team development skills to the table. The expression ‘nothing about 
us without us’ (Charlton 1998) underpins the approach taken in this 
research, which identifies and reflects on emerging themes from insights 
generously provided by participants. Key terms are explained in the 
following sections. 


Defining disability versus impairment 


Given that impairments covered by legislation including the Equality 
Act 2010 are not always recognised as such by people affected, and the 
definitions of disability and impairment are not always understood, 
some clarification is required. English, Scottish and Welsh higher 
education institutions (HEIs) are subject to the Equality Act 2010 (www. 
legislation.gov.uk/ukpga/2010/15/contents, accessed 11 June 2020), 
which absorbed and replaced various aspects of previous equalities 
legislation including the 1995 Disability Discrimination Act (DDA) and 
subsequent amendments. (In Northern Ireland the DDA still operates.) 
The Equality Act requires public bodies including HEIs to go beyond 
reasonable adjustments and proactively promote equality of opportunity 
(Ewens and Williams 2011). Section 6 of the Equality Act 2010 arguably 
employs what some participants described as ‘an ableist definition 
describing impairment rather than disability’: ‘A person has a disability 
if they have a physical or mental impairment, and the impairment has a 
substantial and long-term adverse effect on his or her ability to carry out 
normal day-to-day activities.’ 

‘Ableism’ is a term deployed by Campbell (2009), Goodley (2013; 
2014) and others to denote attitudes and societal constructs that impact 
negatively upon disabled people. Loja et al. equate ableism with ‘The 
invalidation of impaired bodies and the constant struggle to establish 
credibility’ (2013, 193). Viewing disability through the lens of ableism is 
also in keeping with the definition given by the Department of Disability 
Studies at the University of Leeds (https://tinyurl.com/y3szqf2k, 
accessed 13 December 2018): ‘the result of negative interactions that 
take place between a person with an impairment and her or his social 
environment. Impairment is thus part of a negative interaction, but it is 
not the cause of, nor does it justify, disability.’ 
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Defining leadership 


Bebbington (2009) cautions that leadership is theorised in various ways 
and means different things to different people. Trait theory character- 
ises a contested, possibly ableist approach in which leaders are ‘born 
not made’ and have qualities such as vision, creativity and charisma. 
Opportunity does not seem to feature and participants in this study 
reflected on their own experiences of opportunities being curtailed 
during their education and working life. Potentially concerns around 
heteronormativity, ageism and sexism might also apply in trait theory. 
Corlett and Williams (2011) and Williams (2011) highlight the absence 
of disability within mainstream organisational and identity literature, 
reflecting ableist assumptions and potentially unconscious bias away 
from the idea of disabled people as leaders towards the idea of the 
mythical norm (Lorde 1984). With reference to Bass (1999), Bebbington 
(2009) contrasts traditional leader—follower structures with transac- 
tional and transformational concepts of leadership. Transformational 
leadership is characterised by motivation through collaboration, social 
exchange and sharing of power. Transactional leadership involves 
managing compliant followers through contingent reward. 

Distributed leadership is discussed by Bolden et al. (2008) and 
Bennett et al. (2003) in terms of interactions between members working 
together and generating an additional cooperative dynamic which 
facilitates conjoint activity. The advantages of distributed leadership 
include ‘Pooling of initiative and expertise, [and] the outcome is a 
product or energy which is greater than the sum of their individual 
actions’ (Bennett et al. 2003, 8). 


Equality data 


The contested term ‘disclosure’ is used in descriptors of Higher Education 
Statistics Agency (HESA) datasets, which ask people to identify with 
various impairment labels. The HESA staff record for 2016-17 (figure 5.1, 
charts 10a-d) indicates that the most commonly reported impairments 
amongst academic and professional and support staff were ‘a longstand- 
ing illness or health condition’ and ‘a specific learning disability’. A slight 
increase in ‘disclosure’ is apparent year on year from 2002-3 (Equality 
Challenge Unit 2015). More interestingly, HESA revealed very few 
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disabled people in senior roles in the sector. As we will see later in this 
article, accuracy of reporting is potentially an issue. 


Higher Education Statistics Agency Limited 2018 


Chart 10a - Percentage of academic staff (excluding Chart 10b - Percentage of non-academic managerial, 
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Chart 10d - Percentage of non-academic manual staff 


Chart 10c - Percentage of non-academic clerical staff (excluding atypical) known to have a disability by 
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Figure 5.1: Four charts depicting the percentages of staff known to have 
a disability. Source: HESA 2018 


The Equality Challenge Unit’s in-depth analysis of HESA datasets in 2015 
revealed that fewer professors than academics below professorial level 
identified themselves as having an impairment (2.7 per cent compared 
to 3.4 per cent). Only 5 of the 170 heads of institutions (2.4 per cent) 
identified as disabled, compared with 5 per cent of staff in support roles. 

It is estimated that there are 11.9 million disabled people in the 
UK - 19 per cent of the total population (https://tinyurl.com/y6esnqwf, 
accessed 13 December 2018). Of these, 16 per cent are of working age. 
The proportion of people disclosing a disability in higher education 
seems low by comparison, though it is difficult to ascertain the extent 
to which this is due to limited disclosure rather than low levels of actual 
employment of disabled people in the sector. Structural ableism may well 
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play a part, but without being able to rely on the data it is not possible to 
draw firm conclusions about whether this is so. The HESA figures from 
2016-17 presented in table 5.1 below do not provide an encouraging 
picture in relation to the representation of women, ethnic minorities or 
disabled people among senior leaders, who appear still from this data to 
be mainly white British non-disabled men between the ages of 46 and 55. 


Table 5.1: Academic staff, managers, directors and senior officials by 
age, disability, ethnicity and gender, 2016/17 


Managers, directors | Total academic 
Characteristics and senior officials | staff 
Age group 
25 and under 5 5,245 
26-35 35 54,410 
36-45 110 56,600 
46-55 215 52,015 
56-65 165 31,515 
66 and over 20 7,090 
Disability status 
Known to have a disability 25 8,195 
No known disability 520 198,675 
Ethnicity 
White 495 161,255 
Black 5 3,445 
Asian 20 17,595 
Other (including mixed) 10 7,545 
Not known 15 17,030 
Nationality 
UK 485 143,335 
Other EU 35 35,920 
Non-EU 20 25,660 
Not known (0) 1,955 
Sex 
Female 225 94,475 
Male 315 112,395 
Total staff 540 206,870 
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Source: HESA, 2016/17 


Ontological risk 


‘Identity-based devaluation’ is an expression utilised in a discussion of 
‘stigmatised leaders’ (Avery et al. 2016, 1111). Intersectionality is a 
theme in Avery et al.’s work and that of other authors, including Boucher 
(2017), Deegan (2018) and Lorde (1984), who discuss the ordinary 
inter-relatedness of facets of multiple identity. This thinking is in keeping 
with the ethos of the Equality Act 2010, which identifies various protected 
characteristics that can apply to a single individual. ‘Protected’ refers to 
protection from discrimination and the Equality Act is cognisant of the 
potential for discrimination on the grounds of, for example, disability 
and gender. Higher education leadership demographics illustrate an 
entrenched non-disabled white male privilege and recent discussions 
about the gender pay gap, in which men do better than women by a long 
way in UK universities, do not inspire confidence (Guilbourg 2019). 

For people with invisible impairments there is often an element of 
choice about whether to make information about this public. Roulstone 
and Williams (2014) identified concerns beyond the university sector 
about the ‘riskiness’ of disclosure among 42 disabled managers. Stigma 
was an aspect of this consideration, but often more pressing was the idea 
that alternative features of identity would become deprioritised in the 
eyes of other people, as if ‘disabled person’ negated further aspects of 
self. Much the same was found by Nash (2014) among participants in a 
large study of more than 2,000 disabled employees. Feelings of riskiness 
were also uncovered by Sayce (2011); these were specifically associated 
with identifying with hidden impairments, especially mental health 
issues. Women leaders with visible impairments were also found by 
Boucher (2017) to feel the need to underplay and minimise impairment 
effects at work. Behaviours utilised in the workplace by women leaders 
with physical impairments identified by Boucher included ‘using surface 
acting to present an optimistic demeanour’ and ‘approaches such as 
passing’ in her interview-based study of twenty women managers with 
physical impairments (Boucher 2017, 7). While participants could 
not choose to hide their impairments, they often found themselves 
minimising the challenges they were navigating as a result of pain, 
fatigue and poorly organised inaccessible environments. 

Ambivalence about disclosure (Roulstone and Williams 2014) 
renders numbers unreliable. HESA data includes only information 
volunteered by staff, some of whom may not realise that their long-term 
health condition is covered by equalities legislation. The number 
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of disabled people who do not make it through ableist recruitment 
procedures is currently impossible to capture. Nash (2014) and others 
argue that the idea of waiting for accurate figures before addressing 
disability equality at work defies logic, particularly as reasonable 
adjustments under the 2010 Equality Act should be anticipatory rather 
than retrospective. 

Universal design for learning (UDL) is built on the idea of planning 
ahead for a diverse group of people with various requirements that 
can usually be accommodated most easily when strategically and oper- 
ationally factored in from the beginning. The universality of the concept 
of UDL means that it is relevant to staff, students and all stakeholders. 
Arguably UDL diminishes the necessity for ontologically risky disclosure 
procedures because the infrastructure is effectively better for everyone, 
which means that reasonable adjustments are therefore required less 
frequently by individuals. 


Research approach 


Asteering group of disabled staff was drawn from the National Association 
of Disabled Staff Networks (NADSN) and National Association of 
Disability Practitioners (NADP). Members of the steering group did not 
claim to be neutral bystanders but acknowledged a personal interest 
in disability equality in the workplace (Bryman 2006). Emancipatory 
research methodology underscored the project, ensuring control by and 
usefulness to disabled people of the findings as well as accessibility of 
approach (French and Swain 1997; Barton 2005). 

Following ethical clearance, email contact was made with networks 
and organisations aimed at higher education staff, including the Equality 
Challenge Unit (ECU), NADP, the Disability Equality Research Network 
(DERN) and NADSN. Participants were invited to be part of a focus 
group, have a one-to-one interview or respond anonymously to a ques- 
tionnaire. Six one-to-one interviews and four focus groups, covering 45 
respondents in total, took place and 46 questionnaires were completed. 
In each situation, open-ended questions were asked that covered the 
following topics: 


e Demographic information including role 

e Experiences of impairment 

e Identity and disclosure 

e Values, influences, strengths and leadership style 


ABLEISM IN ACADEMIA 


e Barriers and frustrations 
e Strategies, resources and advice 
e Positive suggestions 


Results from interviews, focus groups and questionnaires were combined 
and thematically analysed together. On the advice of the steering group, 
the data was not broken down according to impairment category in order 
to avoid ‘homogeneity by impairment label’ (Madriaga et al. 2008). 
Grouping responses according to job titles was also avoided, similarly 
because of the danger of over-generalisation from small numbers. Often 
people said ‘I am only speaking for myself’, and this perspective was 
treated with respect. 


Summary of findings 


Demographic information 


Although giving out personal information without a clear understanding 
of why they should or how doing so could be of personal benefit made 
participants feel quite uncomfortable generally, they reported under- 
standing the rationale for doing so within the context of this research. 
In other situations this request has not seemed neutral or unthreaten- 
ing to participants, who naturally find themselves questioning the uses 
to which such information might be put. Many participants felt that 
the ontological risk of telling the institution outweighed the benefit, 
particularly if there was no obvious appropriate assistance available. 
Some commented on thinking very carefully about disclosure during 
recruitment and not necessarily trusting the non-discrimination 
statements that accompanied recruitment information. 

Of the 91 participants, 46 gave detailed (optional) demographic 
information. Twenty-one were female, 29 said they were white British 
nationals and ten characterised themselves as non-white British 
nationals. Seven were not British nationals. Three stated their religion 
and ten their sexual orientation; two identified as gay. Ten participants 
were aged under 40 and three over 60. Thirty-three were in the 40-60 
age range. Thirty-four had higher degrees. Twenty-nine had held two or 
more previous leadership roles. Only seven reported being in their first 
leadership role. Sixteen worked in Russell Group and red-brick univer- 
sities and 21 were from universities that prior to 1992 were polytechnics 
which typically specialised in technical and vocational courses. 
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Participation was open to people currently or previously in 
leadership roles and those aspiring to promotion. Participants were 
self-selecting and contacted via disabled staff networks (Robson et al. 
2016), disability-focused JISCMAIL lists and email. Despite best efforts, 
vice-chancellors and members of university governing bodies are not 
represented. Participants described their leadership roles as follows: 


e Professor 

e Principal Lecturer 

e Senior Lecturer 

e National Teaching Fellow 

e Head of Research Centre 

e Senior Research Fellow 

e CEO 

e Senior HE administrator 

e Head of Service 

e Consultant (post senior HE roles). 


In broad terms participants identified their impairments as follows: 


e Unseen impairments: 
Dyslexia 
Dyspraxia 
Asperger syndrome 
Autism 
Mental health issue 
Chronic health condition 
Epilepsy 
e Visible impairments: 
o Hearing impairment 
o Visual impairment 
o Mobility impairment 
o Restricted growth. 


o 0 0 0 0 0 0 


Ten people stated that they had more than one impairment. Researchers 
within critical disability studies face criticism for excluding participants 
identified with intellectual impairment, particularly those who do not 
communicate conventionally (Goodley 2010). Insights were gathered 
from one individual who self-identified with intellectual impairment 
but people with this label are conspicuously absent in higher education. 
Limited relevant literature exists (for example Caldwell 2011; Schalock 
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and Verdugo 2012), and highlights the need to support without 
compromising leader autonomy and criticises the paucity of appropriate 
opportunities for leadership development for this group. 


Relevant equalities legislation 


Limitations of the Equality Act 2010 were frequently cited, although 
a small number of participants showed enthusiasm for the intersec- 
tional nature of the legislation: for example, ‘The Equality Act is good 
in principle but really - does it have any teeth?’ Many recommended 
the ECU as a source of information about the enactment of equalities 
legislation, some specifically referencing the report Enabling Equality: 
Furthering Disability Equality for Staff in Higher Education (Ewens and 
Williams 2011), commissioned jointly by the Leadership Foundation for 
HE and ECU. 

Several participants found the Equality Act’s definition of disability 
to be based too much on the medical model with its emphasis on 
diagnosis and difference (see for example Gabel and Peters 2004; Palmer 
and Harley 2012). One participant directly equated the medical model 
with ableism and the pathologising of difference: ‘with all its ableist 
assumptions, the medical model serves to pathologise, diagnose, try to 
fix, and in so doing, manages to oppress people deemed to be deviant in 
some way from the mythological norm’. 

Medical model thinking was problematised by participants at all 
career stages including initial recruitment and promotion. Particularly 
irritating was the perceived tendency to make assumptions that someone 
with x medical label would not be able to do y. Some participants felt 
that this sort of attitude had reduced their promotion chances. 


Disabling barriers 


Participants focused far more on disabling barriers than impairment but 
some acknowledged the inter-relationship between both. Seven people 
described impairment-related pain and fatigue, which was exacerbated 
by environmental factors. Someone returning from cancer treatment 
talked about having difficulty in coping with the change in their energy 
levels after treatment and feeling that the institution had done very little 
to support their return to work. 

Overcoming barriers was a recurring theme. Participants generally 
thought that their own tenaciousness and problem-solving abilities 
had enabled them to address disabling barriers for themselves. In 
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relation to supporting colleagues, participants talked more about the 
application strategy in order to plan effectively to eradicate barriers for 
others by, for example, ensuring equitable recruitment practices and 
accessible development opportunities. Positive personal attributes were 
also acknowledged by participants, particularly in relation to ‘thinking 
outside of the box’. Strengths associated with neurodiversity included 
creativity, problem-solving skills and an ability to see the bigger picture, 
a point reiterated in the literature, particularly by dyslexic entrepreneurs 
(Logan and Martin 2012). One participant commented: ‘All my life I have 
had to solve problems. I’m a disabled person navigating a world designed 
by non-disabled people. I think laterally and encourage other people to 
do the same. My approach to leadership is inevitably informed by my 
approach to life.’ 

People talked far more about disability than impairment. Many 
participants referred directly to adopting a social model perspective 
to circumventing barriers. One specifically referenced the elaborated 
definition developed by Oliver: ‘The social model of disability is about 
nothing more complicated than a clear focus on the economic, environ- 
mental and cultural barriers encountered by people who are viewed 
by others as having some form of impairment’ (Oliver 2009, 47). 
Shakespeare’s (2013) post-social model was evoked by some when 
discussing the inter-relationship of physical impairment, chronic pain 
and difficult or inaccessible environments. 

The affirmative model (Cameron 2011; Swain and French 2000), 
which acknowledges the ordinariness of impairment, appealed to many 
participants. Nash (2014) found that UK disabled employees mainly 
acquired impairments during their working life, often through getting 
older. Planning for this eventuality would be in keeping with intersec- 
tional approaches to enacting equalities legislation in practical terms. 


I get tired and I have a clear sense of how I can conserve my energy 
and apply myself effectively. The infrastructure at [institution] is 
frustratingly inadequate in terms of systems and admin backup, 
therefore exhausting, for everyone, not just disabled staff. 


Participants in this study favour an ontological position that is alive to 
ableism and the social construction of disability. Among their responses 
were numerous examples of barriers being created in the workplace 
for reasons that included ableist attitudes of others. The importance of 
eradicating or helping other people over these barriers was a recurring 
theme. 
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Ableism and identity 


Participants emphasised the nuanced nature of the intersection of 
disability with other aspects of identity such as gender, poverty, race, 
opportunity and sexual orientation: 


Acknowledge differential experiences of disability discrimination 
when this oppression is combined with others: the self-advocacy 
frustrations of a white middle-class woman with anxiety disorder 
may not be the same as a South Asian working class male with 
Asperger’s, and if both of those individuals are cisgendered or 
heterosexual their experiences might differ again from LGBTQIA 
persons. 


Several were annoyed by their identity being subsumed by others 
under an impairment category (e.g. ‘the deaf man in library services’). 
Particularly infuriating were comments like ‘I know what you need. We 
had someone who was wheelchair-bound here before.’ Many examples 
of colleagues using language that may be deemed offensive (such 
as ‘wheelchair-bound’) were given, but in the main disabled people 
expressed understanding of individuals while pointing to institutional 
gaps in disability equality action and training. Some commented that 
racist language would not be tolerated by the institution while everyday 
ableist terms, such as ‘mad’, ‘crazy’, ‘turn a blind eye’ or ‘fell on deaf ears’, 
were commonplace at work. Two autistic participants were particularly 
infuriated by colleagues saying ‘we are all on the spectrum’ or ‘everybody 
is a bit autistic’. 


Echoing Morley’ (2013) findings of women’s leadership 
experiences in higher education, one participant spoke of not 
fitting into the management ‘mythical norm’: ‘I don’t look like any 
of our senior leadership team. Pm not an old white dude in a grey 
suit.’ Her perspective is supported by the demographic information 
about leadership in higher education that was quoted earlier. 


Examples of judgements based on a single visible facet of someone’s 
identity were evidenced in this and other studies (Campbell 2009; 
Goodley 2013; 2014). These are illustrative of the day-to-day ableism 
that disabled people report experiencing: ‘They seem to see my physical 
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impairment, not my impressive track record. It is so infuriating to feel 
that I have to continually justify my place at the leadership table.’ 


Leadership style 


Enactment of the principles of distributed leadership was common 
among participants. Approaches included: empathising with and 
encouraging colleagues, collaboration, proactively developing diverse, 
cohesive, organised teams with a shared vision and not taking credit for 
the work of others. Inclusive practice and UDL underpinned the ways in 
which participants were leading. Humility and concern for others char- 
acterised their responses but disabled leaders were also able to recognise 
and describe their own abilities. Strengths included having a clear 
overview, being organised, planning strategically, acting with integrity 
and proactively enacting inclusive practices. 


I see the bigger picture while not losing sight of detail. I am strong 
in working with group dynamics, power relations, inequalities, 
diversity and inclusion. I have vision and think outside the box. I 
am not afraid to try new approaches but at the same time I am not 
too attached to my own perspectives and ideas. Instead, I prefer 
to work through community and cooperation, while appreciating 
and providing space for people’s uniqueness. I work hard and am 
committed and invested. Iam much organised. 


Participants were enthusiastic about facets of distributed leadership 
without necessarily being aware of the term. The idea of openness of 
leadership boundaries to enable a broader range of individuals and 
groups to contribute a variety of expertise, thus enabling numerous, 
distinct, germane perspectives and capabilities, was described in various 
ways. Disabled leaders offered examples in which ideas were developed 
by staff with the relevant skills, then adopted, adapted and improved by 
other team members within a culture of trust and collaboration. 

Leadership behaviours described by participants translated into 
practical operational examples as well as strategic-level engagement, 
with good practice often being informed by their own less positive 
experiences. These included helping colleagues to identify opportunities 
for development and ensuring equity in recruitment and appropriate- 
ness and accessibility of training opportunities. 

Strategically, participants were committed to planning for diversity 
rather than retrofitting reasonable adjustments. Many talked enthusiastically 


ABLEISM IN ACADEMIA 


about UDL as an underpinning and overarching framework within which to 
develop a functional equitable organisation. 


Barriers and frustrations 


Key themes that emerged were ableist attitudes and assumptions, poor 
infrastructure and administration, technology and leadership training: 


Other people’s attitudes create barriers: I found that often 
colleagues make assumptions about what is right and what can 
help the disabled person without asking them. 


I’m nearly 60 and I’ve had cancer. I get the distinct impression 
that people above me have decided that an older disabled woman 
would not be interested in promotion. 


UDL principles were seldom in evidence in HEIs and the infrastructure 
was often inadequate. Participants repeatedly reported having to work 
hard to ensure their own access to necessary reasonable adjustments: 


Above all, I am tired of the lack of understanding of reasonable 
adjustments and the energy spent educating people over and over 
again. 


Our campus is on a hill and I’m timetabled to get from one side to 
the other in five minutes. I can’t do this in my wheelchair. There 
are no automatic doors. It’s a failure of timetabling and estates 
planning which leaves me frustrated and exhausted. 


Several participants commented that leadership programmes were not 
routinely designed with UDL principles in mind: 


I really find it astonishing that organisers don’t anticipate that there 
may be disabled people present. 


Ironically I could not get to the session I was delivering because the 
lift wasn’t working. 


Frustration was expressed about translating access-to-work (AtW) 
support into arrangements that were hassle-free within the institution: 
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Getting support from AtW can be a very slow process. Disabled 
people usually know what they require. Assessment processes 
can take time and are not always helpful as the disabled person 
already knows what type of support and equipment they need. I 
am at my most productive when I do not have to undertake endless 
administrative tasks. In a senior role I need a PA! 


The availability of assistive technology varied, and this created consider- 
able irritation: 


When ICT systems change there does not seem to be any coherent 
planning about maintaining accessibility. 


I left one university where assistive technology was networked, 
promoted and well used by staff and students. It was a nasty 
surprise when I found I had to start all over again because it was not 
available as standard in my new place. What followed, inevitably, 
was months of negotiation with the institution and AtW at a time 
when I should have been settling into quite a demanding senior 
role. 


The Equality Act 2010 described duties to make reasonable adjustments 
for disabled employees as anticipatory. Arguably the experience of 
the participant who did not have appropriate technology for nine 
months contravenes the anticipatory duty and therefore breaches the 
Equality Act. 


What can be done? 


A striking congruence is apparent between the findings of this research 
and those of the much larger study by RADAR (2010). In both, disabled 
people reject ableist assumptions and provide insights into the sort of 
societal constraints that can and do hinder their career progression. 
Recommendations for action from this study are grouped into four broad 
themes: 


e Strategic-level action 


e Inclusive design, UDL, reasonable adjustments and access to 
work 
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e Leadership recruitment and development 
e Peer support and networks 


Strategic-level action 


Participants were generally positive about the intersectional principles 
underpinning the Equality Act 2010 but felt that legislation in isolation 
would make no difference unless there was high-level commitment 
to bringing about organisational change. Many recommended visibly 
championing and strategically planning for disability equality alongside 
other equalities, and emphasised the importance of acknowledging 
and rectifying institutional discrimination. A degree of cynicism was 
apparent about the exercise of writing policies in isolation. Involvement 
of stakeholders was identified as important (Love et al. 2018), as was the 
translation of strategy into action. Policy practice gaps irritate partici- 
pants, who often articulated practical ways of actually making things 
work: 


Do the work to understand how your own policies might be 
perpetuating disableism.1 


I would like the fact that Iam a disabled parent caring for a disabled 
child taken into consideration, resulting in a slight reasonable 
adjustment to my expected output for the next Research Excellence 
Framework submission. Nobody seems to have thought about 
this and I would rather not have to point it out myself. It’s really 
awkward. 


Benchmarking and equality impact assessment were recommended as 
ways in which to analyse existing policies and practices, as a precursor 
to coherent planning for cultural and practical changes (Draffan et al. 
2017): 


Organisations should undertake benchmarking (such as the 
Disability Standard) to analyse existing policies and practices 
and identify how these can be revised to support more diverse 
leadership. Ensure that the recruitment policy and procedure has 
been through an equality impact assessment, is monitored and 
reviewed regularly to make sure it’s practical and fair. 
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A systematic cultural change programme within and beyond HE is 
needed around under-representation and disadvantage of disabled 
people in employment and other aspects of life, i.e. beyond legal 
compliance. 


Some participants commented on global concerns and were mindful 
of the privileged position of minority-world countries, in relation to 
disability equality (an issue that has been explored by Grech 2011, 
Martin 2011 and others): 


The Disability Discrimination Act, followed by the Equality Act, 
definitely changed things for the better in this country but this 
protection is not available all over the world. Pm not sure how aware 
university staff in the developing world are of the UN Convention 
on the Rights of People with Disabilities. 


Inclusive design, UDL, reasonable adjustments and access to work 


Access to work (AtW) was frequently mentioned in this study as having 
the potential to make a very positive difference to disabled people’s 
working lives, echoing Sayce (2011). 

Participants flagged the requirement to raise institutional and 
individual awareness of AtW and to embed procedures institutionally in 
order to make the system work in-house. Something seemed to be getting 
lost in translation, making AtW hard to use in universities. It even felt a 
bit risky for some, because of compromises in confidentiality and ableist 
attitudes. Lack of control of the process annoyed many participants, 
some of whom gave examples of worrying breaches in confidentiality 
through the forwarding of emails between departments and an ‘I hope 
you don’t mind but I’ve told x and y...’ approach. At least one person 
thought that this sort of ableist attitude had resulted in their missing out 
on a promotion (and the institution missing out on their talent). Some 
people sidestepped promotion because setting up the required support 
was just too much of a three-act drama. 


AtW should be married up with whatever policies we have in place 
or contracts, you know ... for instance, the procurement that goes 
into getting equipment, getting support workers, all that. There has 
got to be a more streamlined way of doing it. It’s very difficult to get 
continuity with AtW when moving from one job to another. 
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Nobody had any sort of useful conversation with me about my work 
when I returned from cancer treatment. 


Successful people who work for themselves, such as dyslexic 
entrepreneurs, have control of [the] support they arrange. The 
university and AtW should listen to me and put in place reasonable 
things I need. At the moment it’s too convoluted and inconsistent. 
I don’t feel able to control the situation adequately. This causes me 
unnecessary stress. 


Many participants were worried that cuts in wider disability benefits 
would compromise working life. The Independent Living Fund (ILF) 
closed on 30 June 2015, from which point enquirers were redirected to 
local councils. 


AtW is part of a wider package. I am concerned about the way things 
are going with disability benefits generally. The Independent Living 
Fund is part of the story for many and this is under threat. Proposed 
Disabled Student Allowance (DSA) changes might discourage 
potential disabled students and ultimately limit opportunities to 
get graduate level employment. A joined-up approach is necessary. 
Moving from DSA to AtW ought to be much simpler. 


The benefits to everyone of UDL, including networked assistive 
technology, came through strongly: 


Universal design isn’t about disability. If the university took a good 
hard look at all its systems from the perspective of the end users 
and streamlined everything so that the administrative structure 
was much better, everyone would benefit. 


I would not be able to do any of what I do without computers and 
electronic technology! Much ‘assistive technology’ is good for 
everyone. The sector does need a bit of a technological revolution 
to make best use of it. Networking assistive technology and not 
associating it specifically with disability would be a start. 


Visibility of diverse leadership role models and a high-level commitment 
to a workplace culture in which diversity was celebrated, rather than 
problematised, was suggested by many participants. The feeling was that 
people would be more likely to be open about their requirements in an 


A PRACTICAL RESPONSE TO ABLEISM IN LEADERSHIP IN UK HIGHER EDUCATION 


93 


94 


open and accepting climate, and UDL principles would be more likely to 
underpin strategy, policy and practice if championed from the top: 


We need to address the policy/practice gap and be very clear about 
the benefits of diversity in leadership. 


Infrastructure and organisational concerns were a thorn in the side 
of many. Lack of control of such things in the workplace was a major 
irritation that was also highlighted by Nash (2014) and Roulstone and 
Williams (2014). Participants in this study were clear that routinely 
functional administration systems, which would be of benefit for all, 
would also save universities a lot of money. Some felt that disabled 
students got a better deal than staff. The expertise in UDL and reasonable 
adjustments focused on the student experience was not fully available to 
staff, which seemed somewhat counter-intuitive and wasteful: 


I need about four hours’ clerical assistance a week and for that 
person to do things like format my documents in probably ten 
minutes. If I was given £50 a week to organise my own clerical 
support I would be quite happy and a lot less worn out. 


Disability services for students are quite separate from services for 
staff and usually much better. Joint provision would make sense. 
There is expertise and resources in universities which staff can’t 
access. 


Leadership recruitment and development 


Echoing the findings of Nash (2014), participants provided numerous 
worrying examples of situations in which they considered that ableist 
attitudes in recruitment and line management and a lack of role models, 
together with uncertainty about the portability of effective support, had 
limited their career progression. Roulstone and Williams (2014) used 
the expression ‘glass partition’ to reflect the feeling that it was often just 
too difficult to move on. Waters talked about ‘the subtle bigotry of low 
expectation’ (quoted in Nash 2014, 19). The subtle bigotry of ableism 
appears to be rearing its ugly head too. The first comment below reveals 
concerns that intersectional approaches to bigotry may well also be in 
evidence. It is followed by a more positive solution-focused suggestion 
about diversity in leadership: 
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Stop hiring white, abled men. I mean this seriously, it is 
embarrassing. There should be more women, more disabled people 
and more people of colour in leadership positions. 


Acknowledge that leadership exists in many forms at many levels 
and leaders are not all non-disabled white men in grey suits. 


Leadership development activities came in for some criticism for their 
ableist approaches, with a few notable exceptions that seemed to be 
more in tune with UDL approaches. 

Disability Rights UK offers ‘A career development programme for 
people in employment, living with a disability or health condition’ (www. 
disabilityrightsuk.org/disabled-people-leading-career-development, 
accessed 12 June 2020). Delivery by disabled people is highlighted 
as a strength in models of good practice mentioned by participants, 
which also included Frontrunners, Churchill and the Calibre leadership 
programme: 


Frontrunners and Trailblazers and other similar initiatives are 
starting to encourage young disabled people to think about 
leadership. This is a good thing. Churchill and Calibre offer 
bespoke leadership training for disabled people which is also highly 
regarded and quite rightly so. 


Peer support and networking 


Peer support, supportive colleagues and disabled staff networks were 
valued by participants, although some commented that they felt that 
the university sometimes hijacked visible initiatives in order to showcase 
their equality-promoting credentials (Boucher 2017). Embedding groups 
into structures that could affect strategic-level change was recommended 
(Robson et al. 2016). Some groups included people indirectly affected by 
disability through, for example, caring responsibilities. 


It’s really important to maintain control and confidentiality so you 
can be yourself. I do not want my being part of a network to give the 
university the impression that I necessarily want to be a visible ‘face 
of disability’. I certainly don’t want to be ‘The Chair’. 


Our disabled staff network is a sub-committee of the Diversity 
and Equal Opportunities Committee which is chaired by the 
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vice-chancellor. It fits into the structure in a real way and this helps 
us to get our voices heard. 


Peer support is really important. I became disabled about six or 
seven years into the job and I came to you for advice because I felt 
vulnerable, isolated and lost and didn’t know what to do. I still 
remember I said how I may end up in a wheelchair and you said, 
‘Don’t worry, you'll have more energy!’ 


I am staying in this job because I am surrounded by supportive 
colleagues. 


Participants engaging in blue-sky thinking thought that a national 
network for disabled university leaders would be fantastic. NADSN 
includes members in leadership roles (Robson et al. 2016). Meeting 
disabled peers at NADP, NADSN, ECU and similar conferences, all of 
which have been complimented on their attention to accessibility, was 
discussed in terms of ‘providing a sense of solidarity’. Nash (2014) has 
developed ‘Purple Space’, described on its website as ‘the network for 
promoting disabled talent in business’ (www.purplespace.org, accessed 
12 June 2020). 


The way ahead? 
Ideas for further research emerging from this study include: 


e Embedding equality and diversity considerations into future 
research around leadership practice, and developing a better 
understanding of the constraints of ableism (Corlett and 
Williams 2011). 

e Evaluating leadership training through the lens of ableism. 

e Considering in greater depth the impact of ableism during 
transitions between work roles and organisations. 

e Encompassing intersections with disability and age equality 
into research on ageing and ageism in the workplace. 

e Ensuring consideration of inclusion of insights from partici- 
pants who do not use speech as their primary means of commu- 
nication and/or have the label of intellectual impairment 
(Goodley 2010). 
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e Being aware of the findings of Nash (2014) and others that 
people with long-term health conditions may not identify as 
disabled and facilitating the inclusion of people to whom this 
applies. 

e Engaging in longitudinal study of the leadership trajectories of 
disabled people. 

e Considering barriers to getting to first base in employment in 
higher education by scrutinising the equitability of recruitment 
processes. 


No grand claims are made for this study, which simply engages with 
the limited available literature and captures views of willing volunteers 
at a particular point in time. Voices will inevitably have been missed, 
including individuals who do not realise that they are protected as a 
disabled person under the Equality Act 2010 and people who could not 
access the processes used for gathering data. 


Concluding thoughts 


Many decision makers within the sector may never have heard the word 
‘ableism’, but disabled people who responded to this research provided 
ample evidence of its existence in UK universities. Experiences of disabled 
leaders and aspiring leaders, gathered by questionnaires, focus groups 
and interviews, highlighted workplace ableist barriers but also suggested 
potential straightforward and inexpensive solutions to practically all 
of them. These were mainly based around UDL principles but required 
decision makers to understand and want to utilise a UDL strategy. 
Participants felt that a culture change was required to move institutions 
closer to understanding and addressing ableism and embedding UDL into 
policies, practices and procedures. Recommendations included avoiding 
ableism in initial recruitment, promotion and leadership development, 
ensuring the visibility of positive senior disabled role models, and 
recognising and encouraging the skills disabled leaders can bring to the 
party. Simple changes to make the infrastructure and administration 
processes more efficient were suggested and would benefit everybody. No 
one thrives in chaos. Disabled leaders had a clear understanding of the 
sort of arrangements that would help them and these were often systemic 
rather than individualised. Networking assistive technology was given as 
an example that would not just benefit disabled people. On a practical 
level, disabled leaders wished for more control over how processes like 
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AtW played out. Some commented that lack of control also felt like lack 
of respect. Having a narrow idea about what a leader should look like 
can result in institutions missing out on talented disabled leaders, who 
have often developed immense problem-solving skills through having to 
navigate disabling barriers in everyday life. Characteristics associated 
with effective distributed leadership were amply demonstrated. These 
included thinking strategically, communicating effectively, encouraging 
and developing diverse teams and acting with integrity. The advantages 
of encouraging diversity in the workplace, including at the most senior 
level, are well documented. Disability is an ordinary part of diversity. In 
an ableist culture disability can be problematised while other diversity 
strands are encouraged. Clearly this is just not good enough. 
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Note 


1 See Sara Ahmed’s ‘On Being Included’ for a useful discussion of this in relation to race (2012, 
44-50). 
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Appendix: Questionnaire 


Demographic information 


Name (optional): 

Email (optional): 

Position held: 

Institution (optional) or type of institution: 

Further background information you consider relevant, e.g. age, 
gender, ethnicity, qualifications, previous roles (optional) 


Consent for information to be used anonymously on the understanding 
that I can withdraw prior to publication (Signature) 


Open-ended questions 


16. 


How would you describe your contribution to higher education? 
How would you characterise your leadership style? 

What influenced your development as a leader? (Prompt: include 
comments on specific leadership training, if any.) 

What are your strengths? 

What do you enjoy about your role? 

How would you describe the values that underpin your work? 
What are your ambitions? 

What would make your work life easier? 

What is your greatest achievement? 

What could make you even more productive? 

What aspects of your role do you find particularly dull and why? 
Could this be changed? How? 

What is your greatest frustration about work? 

What aspects of your role do you find particularly rewarding and 
why? 

What, if anything, would you like to say about your impairment (in 
broad terms)? 

What are the main barriers you experience in relation to your role 
and what might help to reduce these? (Prompt: own actions, other 
people, systems.) 

What aspects of your role do you find particularly challenging and 
why? 
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17. 


18. 


19. 


20. 


21. 


22. 


23. 


What sort of policy, practice, legislation, support or assistance 
would make or has made a positive difference to you at work, and 
how? (Prompt: in relation to access-to-work funding, membership 
of networks and/or interest in networks, in which case, what would 
these look like, sources of useful information, union support, 
mentoring etc.). 

What advice might you give to your 25-year-old self about career 
development and/or leadership? (Question to be adjusted if inter- 
viewing anyone younger than 30.) 

What would be your three top tips to aspiring leaders? 

What would be your three top tips to institutions in relation to 
recruiting, retaining and supporting leaders? 

What would be your three top tips to institutions in relation to 
recruiting, retaining and supporting disabled leaders (if there is 
any difference from your answers to question 20)? 

Have you got any practical suggestions for existing resources, 
resource development, useful training, training that would be 
useful but does not exist, policy etc.? 

Any other comments you have not had the opportunity to make? 
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Autoimmune actions in the ableist 
academy 


Alice Andrews 


Behind me, all down my back, joints, tendons and ligaments stiffen and 
tighten. At the back of my mind I sense that the woolly incoherence of my 
thoughts is worsening. My guts clench. It is hard to write these words. 
The medical complex offers a diagnosis that brings the problem(s) 
to the fore: autoimmune diseases causing systemic inflammation, 
pain, stiffness, fatigue, mood swings, brain fog; my immune system is 
attacking me. T have turned on and against ‘myself’. I work harder to 
try to keep up; symptoms worsen. Losing control of myself, my life, my 
work, I sense that I need to live and work differently. But my backbone 
is paralysed. I don’t have the guts (metaphors abound!) to admit to not 
being in control. I need help. 


Here is where the cruel autoimmunity with which sovereignty is 
affected begins, the autoimmunity with which sovereignty at once 
sovereignly affects and cruelly infects itself. [...] It is not some 
particular thing that is affected in autoimmunity but the self, 
the ipse, the autos that finds itself infected. As soon as it needs 
heteronomy, the event, time and the other. (Derrida 2005, 109) 


Out of the experience of a hyper-immune body that painfully attacks 
itself comes the experience of the autoimmunity of the self itself. Jacques 
Derrida employs the biomedical term autoimmunity as a further name 
for the deconstructive trace that inscribes a paradoxical opening (from) 
closure of the sovereign self, where the sovereign self requires others in 
order to ‘be’ (that is protect/immunise) that which it ‘is’+ The sense of 
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self as whole, autonomous, rational and able, which is presumed within 
much academic labour, is inherited from Western modernity’s bias 
towards rationality and immunity from difference. And yet, as I work 
to find a position within autoimmune illness from which to work, this 
academic self struggles to assert itself. 

For Derrida, in order to protect (immunise) the autos one must 
oneself destroy (autoimmunise) one’s own unity by admitting difference 
(Derrida and Borradori 2003). As my body attacks itself, protection of 
the notion of myself as an able, autonomous, whole, healthy and secure 
self is demanded; and yet the more I defend this notion of myself, the 
more I destroy it — the harder I work the less I work. The process is a 
cruel, painful and even terrifying one, and risks ‘paralysis’ (Derrida and 
Borradori 2003, 188). And yet, according to Derrida, it is also the threat 
of this petrifying autoimmunity that necessarily forces one to open to 
difference, the event and the future, for better as well as worse (Derrida 
and Borradori 2003, 124). 

This chapter begins from the subjective experience of autoimmune 
illness in the academy. It begins from desire to survive academia and 
the autoimmunities of the attempts to do so. This autoimmunity forces 
me to seek assistance from others, to locate the problem not within the 
suffering individual but within the hyper-immunisations of ableist norms, 
which are inherited from Western modernity and maintained within 
the neoliberal present. The intention is to suggest that the academy’s 
attempts at self-defence are autoimmune — particularly with regard to 
its attempts to eradicate illness, disability and difference — and that this 
autoimmunity might force an opening to ways of working together that 
could move beyond a logic of survival. 

The term ‘autoimmunity’ recalls legacies of Western modernity 
that continue to inform the contemporary academy and this chapter. 
In addition to the sense of ‘self’ and ‘other’ inherent within biological 
and conceptual understandings of immunity, immunity also locates a 
juridico-political context concerning the sharing or the refusal of the 
gifts and the duties of the munus, that is, the inclusions or exclusions 
within communities. The mechanisms of community/immunity are 
often based on norms such as nationality, race, ability, etc., and is a 
mechanism that readily exposes itself to autoimmune destruction.” But 
further, autoimmune illnesses — sometimes dubbed ‘Western diseases’ 
— have been linked to the effects of industrial capitalism with its 
production of increasingly toxic global environments, on both a material 
level of pollutants and an affective level of anxiety, depression and stress 
— which trigger over-the-top immune responses as a consequence of this 
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fragility (Nakazawa 2008; Velasquez-Manoff 2013; Berlant 2011; Puar 
2017, Cvetkovich 2012; DiAngelo 2011). Though there is not the space 
to unpack all of these complications here, it is essential to note that these 
histories effect the bodyminds of those working within — or excluded 
from — the academy, and thus affect the capacity of the academy to 
engage with its colonial and ableist past and present, and its capacity to 
call for imagining new futures. Autoimmune bodyminds in the academy, 
like canaries in the coalmine,* add a further important perspective to 
demands for engaging in the labour of institutional change: if we fail 
to challenge ableist norms, debilitated bodyminds risk continuing to fail 
to perform this essential work. 

Deconstructive autoimmunity offers a way of thinking, I would 
suggest, that works not against risk, incoherence, pain, suffering, paralysis 
and loss of control (sovereign decision-making), but rather finds, with 
and within these, suggestions for living and working differently. It is in 
this sense that affinities can be marked between Derridean autoimmunity 
and the perspectives of crip theory, another body of thought to which 
I open for assistance. The term ‘crip’, following Robert McRuer (2006), 
Alison Kafer (2013) and others, is a redeployment of the disparaging 
term ‘cripple’ as a social, political and theoretical agitator. As a verb 
form ‘cripping’ marks an action that deconstructs the rigid identifiers 
‘disability and ‘ability’ to indicate the fluid and constructed character of 
disability’s entanglements within material, social, cultural and political 
systems that work to privilege certain abilities over others. Crip theory 
therefore employs deconstructive gestures in order to resist the exclusion 
of disability, pain, suffering and illness — which persist as criteria for 
elimination in many societies and institutions — and to argue, from a 
social justice perspective, for the need to lessen the violence and suffering 
that such exclusions create. Perhaps, by mobilising crip knowledges, and 
by cripping knowledge (Johnson and McRuer 2014), the autoimmune 
self-destruction of the contemporary university might be reconfigured as 
the self destruction of the immune system that protects the neoliberal, 
racist, ableist and individualist university, with the aim of opening in its 
place a system of protection, interdependency and mutuality that might 
take care of all forms of suffering. 

By deploying a crip autoimmune autobiographical account, I am 
able to attend to both the need to take care and protect oneself within 
specific, situated and personal problematics of survival and injustice, 
and its autoimmune opening to interdependency and the needs and 
injustices faced by others. The methodology gives permission to begin 
from where one is and to resist ableist norms: to be slow, to fumble, to 


AUTOIMMUNE ACTIONS IN THE ABLEIST ACADEMY 


105 


106 


work from within messy contingencies, to acknowledge that analyses will 
not be perfect and will exclude and misrepresent others’ experiences, to 
face the pain and difficulties of this, while insisting on both continuing 
the attempt and sharing this with others. The specific site of this analysis 
as an account of an autoimmune academic will be that of the UK 
university system, examined from the narrow perspective of one able to 
call themself an ill, white, cis female mother and academic who passes as 
able-bodied and middle class. My question, from my sickbed, becomes: 
what might the experiences of autoimmunity and ableism have to teach 
us about the demands of the university? And might the ‘autoimmune 
illnesses’ of the university - which are not only a metaphor — be that 
which, in Derrida’s words, ‘[risks] paralyzing and thus [calls] for the 
event of the interruptive decision’ (2005, 35)? 


Autoimmune identifications 


Having given myself permission to speak from where I am, the question 
of how to speak arises, of how ‘I am’, and to whom I am able to speak. 
In order to unpack the autoimmunities of the academy I begin with 
the question of identification. Living and working with chronic illness, 
with fluctuating energy and pain levels and uncertainty regarding the 
future, can be isolating. Usually such experiences enter discussions in 
the academic workplace only through acts of individual disclosure (Price 
and Kerschbaum 2016). The workforce is presumed able-bodied and 
able-minded until proven otherwise. The onus is, therefore, placed on 
individuals to navigate support through obtuse administrative networks. 
This results in the non-disabled not being required to consider the 
effects of dis/ability (until they may experience disability themselves). 
It further results in individuals who find themselves to be in tension 
with the abled norm to negotiate processes and politics of identification 
alone. Answering Corbett O’Toole’s (2013) call for greater disclosure of 
one’s relationship to disability within disability studies, I outline here an 
incomplete account of my developing relationship to identifications with 
disability — and the (auto)immunities of these — in order to add my voice 
to those who are working to resist this isolating experience.* 

As soon as the word identity appears, protective battles, conflicts 
and disagreements are evoked, and wherever defensive battles are 
evoked, so too is the possibility of a self-destructive autoimmune 
rebound - or potential autoimmune openings. This is certainly true with 
regard to disability identity, which - when experienced by many to be 


ABLEISM IN ACADEMIA 


an identity policed by medical certifications, normative representations 
and attitudes, and political positions — can lead to recurring questions: 
am I disabled enough? Am I disabled in the ‘right way’ to employ this 
identifier? How might my experience of illness (and by extension pathol- 
ogised forms of neurodiversity, mental distress, etc.) communicate 
within the languages of disability? 

As Susan Wendell (2001, 17) has argued, many disability activists 
involved in the political struggle to secure disability rights in the West 
have resisted the identification of disability with illness due to the fact 
that this association risks contributing to the medicalising of disability. 
Medical models often view disability as an individual misfortune that 
medicine can and should remedy or mitigate, constructing it as shameful, 
pitiable and radically undesirable (Siebers 2008, 3). To counter this 
pathologising individualisation of disability, activists have worked hard 
to dissociate disability from an individual’s physical impairments and 
locate them firmly instead in disabling social conditions - material, 
cultural, political, attitudinal. In the 1970s UK-based activists from the 
Union of the Physically Impaired Against Segregation (UPIAS) produced 
a foundational definition of what has come to be known as the social 
model of disability, where disability is considered to be ‘something 
imposed on top of our impairments by the way we are excluded from full 
participation in society’; ‘it is society which disables physically impaired 
people’ (UPIAS quoted in Oliver 1983, 24). 

The clarity of the social model has been hugely successful in 
communicating that much of the suffering experienced by disabled 
people is a result of systemic oppression, and also in galvanising a 
disability rights movement that secured legal rights for disabled people 
in the UK and elsewhere." Yet this activist history, as Wendell reminds 
us, has tended to exclude the ill disabled in its demands for full partici- 
pation, for ‘[f]luctuating abilities and limitations can make people with 
chronic illnesses seem like unreliable activists [...]. Stamina is required 
for commitment to a cause’ (Wendell 2001, 25). Considering, from 
my sickbed, how to remain committed to an academic cause, to social 
justice, and the responsible teaching and research that this necessi- 
tates, demands that I follow Wendell in challenging these requirements. 
Indeed, I would suggest that the insistence on any form of political 
activism that renders impairments, debility, illness and so on as outside 
its politics risks autoimmune self-destruction. What the social model, 
with its strict binary between impairment and disability, obscures is 
the fact that bodyminds fail — they suffer pain, trauma, fatigue; they get 
worn out — and that this debilitation is disabling in our social world. By 
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excluding such experiences from social and educational environments, 
we risk excluding the possibility of developing skills of interdependency, 
of taking care of and with one another through differences, and the 
central importance of this within any activist movement — or workplace. 
For Wendell, living with disabilities including ‘living with pain, fatigue, 
nausea, unpredictable abilities, and/or the imminent threat of death 
creates different ways of being that give valuable perspectives on life and 
the world’ (2001, 31). If we were to agree with Wendell, we would have 
to concur that this value cannot be indexed to any form of productivity, 
but must instantiate an alternative understanding of value — the value, 
perhaps, of always already resisting capitalist demands for individual 
productivity (Lazard 2017).° 

However, the particularity of my perspective reminds me to 
remain attentive to the potential autoimmune rebounds of this move 
to welcome pathology into disability identity. It feels risky to identify 
with a stigmatised form of difference such as being one of the unhealthy 
disabled, for here narratives of disability pride are easily overwritten by 
narratives of overcoming, eradication and cure that continue to oppress 
disabled people (Clare 2017). As a straight, white, cisgendered woman 
with (relatively stable) employment and access to a National Health 
Service, some of these risks are mitigated. However, for those whose 
bodyminds continue to be pathologised due to constructions of race, 
gender, sexuality and class — where queer, black, brown, female and trans 
bodyminds are biologised — affirmative identifications with disability, 
illness or suffering might become less easy to imagine (McRuer 2006; 
Lukin 2013; Erevelles 2005; 2011; Spade 2011). 

Metaphors of disability and impairment are deeply ingrained in our 
language and cultural discourses and have commonly been employed 
to signify lack of worth, to oppress and exclude already marginalised 
identities (Lukin 2013, 312). For example, disability metaphors, when 
intersecting with racist oppressions, result in a greater number of people 
of colour being identified as disabled (Erevelles and Minear 2010, 357), 
while trans people are characterised as ill in order to permit access to 
procedures (Preciado 2013; Spade 2011), and poverty and oppression 
under global neoliberal capitalism bar many from essential healthcare 
(Puar 2017). In light of these crossing histories, illness and disability can 
become a troubled site for easy identification. And within a university 
system whose colonial, classist and eugenicist histories continue to 
hold influence, such historical intersections are essential to consider 
(Bhambra et al. 2018; Dolmage 2017). 
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Yet according to Nirmala Erevelles and Andrea Minear, many critical 
race theorists, and radical scholars more generally, ‘have mistakenly 
conceived of disability as a biological category, as an immutable and 
pathological abnormality’ (2010, 358) and have therefore resisted 
recognising shared commitments to resisting disqualifications based 
on perceived, biologised or essentialised characteristics. Illness and 
disability, like race or gender, are not essentialisable but are part of a 
spectrum of life and of experience, and while the aim to lessen suffering 
is to be affirmed, excluding — or eradicating — on the basis of (perceived) 
suffering causes further violence by legitimating eugenicist discourses, 
whilst also excluding ‘cripistemologies’ from our collective knowledges 
and legacies. Indeed, Theri A. Pickens has argued that there is much 
promise in Arab American and African American narratives that rely on 
the body’s mundane fragilities, where pain and illness need not be read 
as worthless but instead mobilise these everyday experiences as urgent 
social and political critique (Pickens 2014). I would suggest that such 
experiences also have much to offer the social and political critique of the 
ableist academy. Here forced attention to my own mundane fragilities 
led me to recognise the mechanisms of identification that oppress not 
only myself, but also multiple others. 

Having spent the last few years experiencing diffused non-specific 
yet increasingly alarming symptoms — from overwhelming fatigue to 
poor concentration, from depression to menstrual irregularities — an 
embodied awareness of the workplace’s demands for identification 
came to light. Initially the banality of the symptoms allowed them to be 
ignored; when they could no longer be ignored they could be attributed 
to my autoimmune illnesses, my poor diet or busy life as a working 
mother, perhaps to the hectic term and the stresses of teaching increasing 
numbers of struggling students, or to political conditions. When doctors 
come to be involved early menopause is first assumed; when pathology 
is investigated ‘normal ranges’ insist on health — until, as chance would 
have it, a blood test is secured, an anomaly found, a diagnosis made. 
My experience of debilitating symptoms exists within a complexity of 
environmental conditions (including the gender biases of the doctor’s 
surgery and the allocation of caring responsibilities at home and at work) 
that not only make the symptoms worse — or even cause them in the first 
place’ — but also reveal the intrinsic failures of the demand for what Ellen 
Samuels calls ‘biocertification’ within ‘fantasies of identification’ (2014, 
12). Regardless of my self-identification as disabled or as chronically ill, 
with the appearance of new, uncertain symptoms, accommodations at 
work are difficult to source without a medical certificate, and a medical 
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certificate is difficult to source if one’s embodied symptoms do not 
conform to pre-established ‘normal ranges’. 

According to Samuels, it was Western modernity’s crisis of 
identification — driven by colonialism, urbanisation, class and geographic 
mobility, and the rise of the welfare state - that led to a drive for 
incontrovertible physical evidence to biologically certify, capture and 
control identity (2014, 1-2). The demand for physical evidence works 
to naturalise racial and bodymind differences, which not only enforces, 
but also produces, biological normalcy, producing and maintaining 
racial and gender oppressions, and the disablement that so often results. 
Tracing the first appearance of the English word ‘normal’ to 1840 and 
the genesis of statistical analysis, the disability scholar Lennard Davis 
(2013) details how in the nineteenth century statistics combined with 
socially constructed ideas of the perfect body to determine what counts 
as healthy or pathological. With regard to disability identity Davis asks: 
is ‘impairment bred into the bone, or can it be a creation of a medical- 
technological-pharmaceutical complex?’ (Davis 2013, 238). We might 
further add with regard to race or gender identity: is the medical- 
technological-pharmaceutical complex complicit in the construction of 
the biocertifications of race and gender that oppress, exclude and disable 
people of colour and trans people in particular? 

In the academy, the biocertification of mobile experiences of 
illness, distress and disability can, perhaps, be most clearly seen in the 
case of mental disabilities as an increasing mental health crisis is widely 
reported. For despite there being no biological markers to determine 
diagnoses — only a range of mostly behavioural symptoms based on 
societal norms (Fullagar 2018, 40) - staff and students are required 
to prove mental disabilities through medical certificates. However, 
according to the UK psychiatrist Sami Timimi, one can more convin- 
cingly consider one’s socio-political environment — characterised, as I 
shall clarify in the following section, as neoliberal — as producing both 
mental distress and its medicalisation: 


the pressures to compete and then deal with perceiving oneself 
(or being perceived by others) as a ‘loser’, the individualisation 
of identity and ambition, the internalisation of anxieties of 
failing, the mass surveillance of parents/teachers and young 
people, and the commodification of potential solutions [...] all 
contribute to the rapid numbers of psychiatric diagnoses. (Timimi 
2018, 61) 
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These are diagnoses, I would add, that fall upon certain disabled, 
gendered and racialised bodyminds more than others (Moodley et al. 
2018), and diagnoses one is encouraged to seek due to the manner in 
which these govern access to support. Yet according to Timimi, these 
‘diagnostic systems used in psychiatry have failed to establish themselves 
as scientifically credible or clinically useful’. In response to this failure, 
Timimi’s suggestion (based on outcome-based research) is to advocate 
concentrating on the ‘contextual and real-life experiences of patients’ 
rather than diagnoses in order to select treatments (Timimi 2018, 61). I 
take this to mean, in line with the social model, that one should consider 
mental disability not in terms of medically certifiable pathology, but 
within a specific, disabling context. I would agree, yet I further want to 
insist that it is also necessary to account for the mobility of biological 
impairments in neoliberal environments as the effects of stress, diet, 
pollution, toxins, etc. impact on embodied experience and the identifica- 
tions of health, illness and ‘normal ranges’. 

Samuels suggests that the civil rights movement and the 
development of queer and crip resistances, for example, have done 
little to challenge these ‘fantasies of identification’ and their demand 
for biocertifications (2014, 10). And indeed we could suggest that it is 
precisely when these deconstructions of identity are combined with a 
period of austerity and the shrinking of the welfare state that the demand 
to definitively identify and certify disabled, immigrant, queer and trans 
bodyminds can be seen to be increasing (McRuer 2018). In the university 
this policing of disability, race and gender becomes immediately clear 
in the demand for certificates to prove one’s right to access accommo- 
dations, or the right to work or study, or to access health or wellbeing 
services. Such practices are clear attempts to immunise the social body 
through fantasies of identification and the maintenance of ableist norms. 
I would argue that these immunisations, in their selection in favour 
of abled bodies and minds, are in fact autoimmune, and as such are 
forcing us to consider our relations to, and potential identifications with, 
illness, disability, race and gender — as well as our capacity for collective 
resistances in the academy and beyond. 


Autoimmune abilities 
The UK 2010 Equality Act provides legal protections for disabled people, 


protections secured as a direct result of the activism of disability rights 
campaigners and their understanding of the social model of disability. 
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The Act defines disability as ‘a physical or mental impairment that has a 
“substantial” and “long-term” negative effect on your ability to do normal 
daily activities’ (http://www.legislation.gov.uk/ukpga/2010/15/ 
contents). The law offers (to those who can biocertify their impairment) 
the right to request reasonable accommodations. In the workplace 
these might be adjustments to working conditions designed to ‘level the 
playing field’, modifying the environment in order to enable an individual 
to engage in ‘normal daily activities’. However, this logic of levelling the 
playing field leads to the question of what the rules of the game might 
be and what the ‘normal daily activities’ in the academy have become 
(Kalfa et al. 2018). And it is a logic that belies the fact that the playing 
field is experienced by many as a battle field, upon which the metaphors 
of defence and attack take on a different quality. 

Writing in the Guardian in 2018, an anonymous academic provides 
an insight into the rules of the game for UK academia. They ask us to 
imagine what it is like to be on the hiring committee for a permanent 
lectureship: 


Imagine working in an industry where entry-level jobs require 
‘world-leading’ research records [...]. [Where the candidates 
have] gained teaching and admin experience, published books and 
papers (and planned the next ones), thought about impact and 
outreach, and earned an impressive set of references and student 
feedback in addition to their outstanding formal qualifications. 
[...] They've probably not been paid for all of this work. They've 
been juggling their considerable achievements with part-time (or 
sometimes even full-time) jobs outside academia, or they've been 
relying on financial support from a parent or partner. [...] How 
lucky the academy is. (Guardian 2018) 


Acknowledging that the new standard is ‘exceptional’, the writer of this 
article proceeds to argue that one should not select from the long list 
of exceptional applicants ‘the most exceptional overachiever’, for such 
individuals are likely to be ‘habituated to toxic and even harmful levels of 
overwork’ (Guardian 2018). Instead, it is suggested, one should ask who 
needs the job most, based on precarity, ‘age, race, ability, or health’, for 
such individuals might have the skills to be ‘adaptable’ and think ‘beyond 
the current frameworks’. The current frameworks referred to include the 
normalising of attainment and pay gaps related to ethnicity, gender and 
disability, excessive workloads, the use of temporary contracts and the 
use of performance monitors such as the Research Excellence Framework 
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(REF) and Teaching Excellence Framework (TEF). Within all of this, in 
order to survive, students and academics are forced to adhere to ever 
rising standards, to perform the role of the competent, knowing expert, 
and to compete with and outperform one another in these roles. The 
implication in the quotation above is that the non-normative academic 
has value as a potential agitator of these ableist conditions — a point to 
which I shall return. 

These frameworks signify what many have named the neoliberal 
university (Slaughter and Rhoades 2000; Washburn 2005; Evans 2005; 
Gill 2009, Radice 2013; Mountz et al. 2015; Nishida 2016). Under 
neoliberalism cultural values that promote individual performance and 
competition within a marketplace come to be seen as the only possible 
method of survival, or signifier of success (Wilson 2018; Cronin 2000). 
The effects of these survival methods are demonstrably autoimmune at 
both an institutional and a personal level: institutionally as universities 
compete with one another only by debilitating their own workforces 
(Brady 2018; Else 2017; Fisher 2014; Bothwell 2018); individually as 
workers survive only through finding ever more onerous ways to ‘play the 
game’ (Kalfa et al. 2018). I focus here on examples of lived experiences 
of autoimmune actions in order to suggest that careful methodologies 
— ones that account for and respond to the pressures on individuated 
subjects to over-defend themselves — are required in order to construct 
sustainable strategies for thinking ‘beyond the current frameworks’. 

On a micro-level, then, this autoimmunity is marked within 
the inevitable experience of failure such an environment produces. The 
anonymous academic quoted above, for example, confesses that in the 
light of the hyper-ability of the applicants, ‘Whenever I attend job presen- 
tations at my own institution, I feel ashamed to have a permanent post’ 
(Guardian 2018), while Rosalind Gill makes clear the virulence of such 
affective responses to neoliberal individualism through a metaphor of 
illness, an account worth quoting at length: 


This individualising discourse devours us like a flesh-eating 
bacterium, producing its own toxic waste — shame: I’m a fraud, I’m 
useless, Pm nothing. It is (of course) deeply gendered, racialised 
and classed, connected to biographies that produce very different 
degrees of ‘entitlement’ (or not). This affective response in turn is 
profoundly silencing and isolating — and how could it be otherwise; 
we don’t want to ‘show’ our ugly failure, any more than it might 
already be evident [...]. When students tell me of receiving a 
rejection from a journal, they have often kept it secret for some time 
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[...]. When I tell them it has happened to me, and to every academic 
I know, they are surprised, having immediately and automatically 
internalised the experience as their own shameful failure. Some 
will have concluded that they really aren’t good enough, they can’t 
‘hack it’. But others will have already devised ‘solutions’: I must try 
harder, read more widely, understand theory better, etc. etc. — the 
solution, then, for ‘us’ good neoliberal subjects, is simply to work 
even harder. (Gill 2009, 240) 


This discourse of individuated hyper-ability, Gill suggests — like the 
threatening unseen other of the microbial pathogen — is consuming us: it 
attacks not only the ‘flesh’ but also the affective world of the individual to 
create and maintain ‘bad feelings’. Yet rather than resisting this damaging 
‘pathogen’, the neoliberal autoimmune response is either to leave this 
environment (and likely find the same problems elsewhere) or to ‘work 
even harder’, and so transfer this ‘pathogen’ and worsen its ‘symptoms’. 
The reference to illness here is, of course, not only a metaphor — although 
for Gill the subject of physical illness is relegated to a footnote, where it is 
claimed that ‘morbidity and mortality rates look bleaker and bleaker for 
our profession, and colleagues report “I get sick all the time”’ (Gill 2009, 
243n2). It is clear that there are psychological and physical responses to 
the neoliberal academy that can produce and/or worsen pain, distress 
and disability. 

As evidenced in the quote above from the anonymous academic, 
the academy has become dependent on what Robert McRuer calls 
‘compulsory able-bodiedness’ (2006, 2) but which, following Alison 
Kafer, I would further expand to also include ‘compulsory able-mind- 
edness’ (Kafer 2013), or more simply ‘compulsory ableness’ (Campbell 
2009, 4). This dependency is normalised to the extent that ableness is 
figured as a non-identity, as ‘the natural order of things’ (McRuer 2006, 
2). And yet this is maintained only via an autoimmune debilitation of 
the workforce. But, I suggest, it is precisely this autoimmune reaction, 
where one comes to feel the deleterious effects of our own immunisa- 
tion of ourselves within such competitive environments, that forces 
an autoimmune opening to lived experiences that render visible the 
structural conditions and oppressions of both ourselves and others. 
One possible ‘treatment’ for this ‘illness’ might involve a process of what 
Oriana Fox calls ‘shame attacking’ — as a form of both personal therapy 
and consciousness raising that collectively supports individuals in the 
risky process of challenging socio-political norms and the conditions that 
isolate and shame (Fox 2018). 
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Such practices of public shame attacking might, for example, expose 
how the biographies — and identities — we use to navigate the academic 
environment position us differently in relation to the performance of 
what we might call, following Lauren Berlant, the (academic) ‘good life’ 
(Berlant 2011). The individualising of these stories has obscured the 
fact that the performance of the ‘good academic’ — as articulate, self- 
confident, rational, knowing, etc. — privileges those who have bodyminds 
and life experiences that have enabled them to internalise the codes 
of this performance. It obscures the fact that Eurocentric teaching 
de-legitimates certain forms of knowledge and ways of thinking, and 
that racism and sexism — from microagressions to hate speech — on 
campus and elsewhere is rife (Bhambra et al. 2018; Ahmed 2015). It 
obscures the fact that academic conventions privilege certain modes 
of communication (of the extrovert, the coherent essay, normative 
social interaction), and it privileges those who are not required to hold 
multiple jobs, or have responsibilities for caring for others, or limited 
energy. For many the optimistic attachment to the ‘good life’ of academia 
is, therefore, what Berlant calls a cruel optimism, and which we might 
figure as an autoimmune attachment to a promise that debilitates as it 
sustains (Berlant 2011). 

The risky act of sharing one’s shame of failing to sustain this 
promise might become an alternative means of self-protection, one that 
resists attachment to the idea of absolute immunity and insists on inter- 
dependencies with others. Collective shame attacking speaks to the need 
to listen to others’, as much as to share one’s own, accounts; but most 
significantly, perhaps, collective shame attacking might create envir- 
onments within which to learn how personal experiences/opinions/ 
embodiments might be co-constituted within networks with complex 
power relations — so that responding to shame and to demands for 
shaming can be considered a collective rather than an individual respon- 
sibility, a responsibility for both care and for learning. Understanding the 
powerful effects of ableism — including the demand to always be fully 
able to comprehend, work with and produce within these complexities — 
is, I suggest, crucial. 

By turning to consider our dependence on ability, critical disability 
studies scholars shift the focus from disabled people (as the problem), 
towards an analysis of the logic that produces the concept of both 
disability and the concepts of deviance — and therefore shaming and 
exclusion — in general. According to Fiona Kumari Campbell, ableism is 
‘A network of beliefs, processes and practices that produces a particular 
kind of self and body (the corporeal standard) that is projected as 
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the perfect, species typical and therefore essential and fully human’ 
(Campbell 2009, 5; 2001, 44); while ‘[dJisableism is a set of assumptions 
(conscious or unconscious) and practices that promote the differential 
or unequal treatment of people because of actual or presumed disabil- 
ities’ (Campbell 2009, 4). As Dan Goodley makes clear, by essentialis- 
ing certain abilities ableism produces disability. That is, all those who fall 
short of ableist standards (i.e. all of us), and who, in falling short, strive 
to achieve this standard, produce and maintain the concept of ‘species- 
typical’ abilities, and instantiate deviations from this norm as disability 
(Goodley 2014). Further, what is considered the standard, species- 
typical norm shifts over time and place, and in a time when neoliberal 
ideals are expanding into ever more spaces there is emerging a clear 
favouritism, as Goodley suggests, for the ability to be competitive, to be 
cognitively astute and to consume (2014, 22). With these ‘neoliberal- 
able’ standards in place, as we compete not only at school and work 
but also online and in our activist organising to perform at ever higher 
standards with ever increasing stakes, perhaps we can see the ‘flesh- 
eating bacterium’ of the individuating discourse, and its ‘toxic waste 
— shame’ producing increasing opportunities to feel and to identify as 
deviant or even as disabled. 

As the ableist academic ground is normalised for staff and students 
it becomes increasingly difficult to level this ground. This results in 
disabled individuals being forced to either ‘overcome’ their disabilities 
or leave.” But further, this normalised ground risks figuring as ‘impaired’ 
increasing numbers of bodyminds that do not work in this ‘standard’ 
way, risking (further) debilitating them as they are forced to nonetheless 
to attempt to do so. Therefore, it seems to be becoming increasingly 
possible for individuals within the academy (and scholars excluded from 
it) to claim ‘a physical or mental impairment that has a “substantial” and 
“long-term” negative effect on [their] ability to do normal daily activities’ 
(http://www. legislation. gov.uk/ukpga/2010/15/contents, emphasis 
mine); but whether or not it is yet becoming socially or politically 
acceptable to claim such a position is much less clear. 

Yet if we follow the autoimmune logic of this shameful story, and 
if we follow Davis to claim that all bodyminds are non-standard, we are 
able to render disability as an unstable (though not obsolete) category. 
Here, according to Davis, disability might indeed become a generalisable 
condition: 


It is too easy to say, ‘We’re all disabled’. But it is possible to say that 
we are all disabled by injustice and oppression of various kinds. 
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We are all nonstandard [...]. What is universal in life, if there are 
universals, is the experience of the limitations of the body. Yet the 
fantasy of culture, democracy, capitalism, sexism, and racism, to 
name only a few ideologies, is the perfection of the body and its 
activities. (Davis 2006, 241) 


That is, it is problematic to say ‘We’re all disabled’ in a manner that 
demands entry to an identity category that confers protection on an 
oppressed group. Yet this identity model is often ineffective anyway 
in achieving its goal of equality and equity. Legal protections and 
‘reasonable adjustments’ individualise disability, and while doing much 
to make individual lives more survivable, do little to challenge disabling 
neoliberal environments and their global effects (Davis 2002, 238; Puar 
2017). If democracy, capitalism, sexism and racism all demand the 
perfection of the bodymind and its abilities then, Davis suggests, quoting 
Paul Gilroy, it is the recurrence of ‘pain, disease, humiliation, grief, and 
care’ that unites us (2002, 242). Therefore, perhaps by recognising that 
we are all ‘disabled’ — and privileged — in different ways by differing forms 
of injustice and oppression, we might locate the possibility for forging 
alliances with a politics of disability justice. This politics has the experi- 
ential knowledge necessary to challenge debilitating ableist assumptions 
and to find more careful, interdependent ways of working and learning 
through and with difference. Perhaps engaging with such knowledges 
will enable academics, scholars and learners to resist autoimmune 
defensive urges and survival strategies, and produce more sustainable 
practices for analysing and resisting global injustices. 


Conclusion 


In order to close, let’s return to our anonymous academic and their 
suggestion to give lectureships to those amongst the hyper-able 
applicants who might most need the position due to precarity, ‘age, race, 
ability, or health’, and because they might be the most able to think beyond 
these frameworks. This suggestion makes some sense, for it intends to 
redress historical exclusions and perhaps, indeed, those with experience 
of systemic oppression might be best able to recognise and expose the 
frameworks that maintain these oppressions. Yet the assumption is that 
historical exclusions can be remedied simply by including representatives 
of these excluded groups. And yet in this case, each candidate interview- 
ing for the position will have been forced already to prove themselves 
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to be what Goodley (2014) calls ‘neoliberal-able’ - academic entrepre- 
neurs, overcoming adversity in order to prove themselves ready to be 
‘exceptional’, and to enter the neoliberal university. The admittance of 
difference with regard to many ableist norms, then, remains impossible. 
And further, by implying that those from marginalised groups are best 
placed to challenge normalised frameworks, the writer obscures the 
fact that this labour is more, not less onerous — and debilitating — for 
these individuals. Yet if we consider that the compulsory ableness of 
the academy is autoimmune, that its default defences — such as to work 
harder (to resist, to survive) — are turning, painfully, on and against the 
academic community as a whole, we might begin to locate already within 
the university the need, desire and commitment to explore alternative 
ways of working. 

As I write, in February 2020, 74 UK universities are preparing to 
undertake strike action in order to resist the autoimmune defences of 
the neoliberal university, which, encouraged to maintain itself within a 
market economy through the use of precarious employment contracts, 
persistent gender and ethnic pay gaps, unmanageable workloads, 
real-terms pay cuts and the financialisation of pensions (UCU 2020), is 
debilitating its workforce and the student body. The risk of autoimmune 
paralysis, however, invites a weary, angry and resistant collective body 
to instigate an autoimmune opening as it votes to withdraw academic 
labour and looks for potential strategies to live differently. The 
withdrawal of normative academic labour, while primarily suggesting 
a desire for change in the management of the university, might also 
evidence a desire for alternative ways of producing academic work 
that resist the everyday autoimmune effects of self-enclosed individu- 
alism. As knowledge-exchange workshops are set up on picketlines for 
students to share lecture notes and thinking, as staff-student assemblies 
allow for the exchange of opinions and grievances, perspectives and 
experiences, and as reading groups and teach-outs give space and time 
to situating ourselves within a complex moment, new possibilities for 
working together might emerge. Such modes of working are never easy, 
or comfortable — they often give rise to conflict and disagreement — yet 
if accessibility and inclusion are centred in these moments, so that all 
might feel attended to and welcomed through overt inclusion strategies 
— including perhaps quiet spaces, and performance spaces, online spaces, 
crafting spaces and reflective spaces, spaces that allow for (differently) 
shared vulnerabilities of ‘pain, disease, humiliation, grief, and care’ 
(Davis 2002, 242) — perhaps methods for listening to and negotiating 
with differences in the ableist university might emerge. 
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What might it look like to translate such experiments in ways of 
working out of the temporality of strike action and into the everyday 
habits of the university? Might the timetabling of reflective practice 
sessions for staff and students allow for the pinpointing of problematic 
experiences and practices? Might timetabled spaces for exploring varied 
experiences of ableism allow for the sharing of survival strategies and 
an emergent potential for change? Might the development of research 
and pedagogy workshops allow for collective mentoring through diffi- 
culties and crises? While there are no certainties here, I have found 
that the timetabling of spaces that resist the prevalent demand for 
productivity and demonstrable ‘outputs’ invites ways of working that 
acknowledge that things do not and cannot always work; and that by 
acknowledging failure and difficulty, care and joy within interdepend- 
ent forms of collective labour, the material, embodied, political and 
discursive character of knowledge production becomes discernible. 
Cripistemologies, I would insist, are already at work in the university and 
should we come to centre these, perhaps we might find with and within 
the autoimmune moment potential for sustainable transformative work 
to take place on both local and potentially more global scales. 

But of course such collective work is not equally accessible, and 
therefore I would propose that within such a call for collective activity 
there remains a need for thinking with and within situated knowledges. 
For as the autoimmune paralysis of the university and university workers 
threatens, perhaps such a situated position is the only site from which 
to begin the work of looking, from wherever one might find oneself, for 
emerging ways to dismantle the demands for individual immunity that 
maintain normative assumptions regarding academic value. It is through 
my own experiences of ableism, of failure, shame and autoimmunity, 
that the motivation to engage in such work emerges. Yet it is clear to 
me that these experiences are not mine alone and that my own limited 
perspective might join with the experiences and knowledges of others. 
And so, by slowly and painstakingly navigating the autoimmunities 
of the self, and of collective work, I see a moment within which many 
are looking for alternative practices of care, protection and labour, and 
suggest that in this moment we might turn to those who centre racial and 
disability justice and radical accessibility in their thinking - those who 
write from their sickbeds, who work slowly, in crip time, dreamtime and 
crazy time (Piepzna-Samarasinha 2018; Sins Invalid 2019) — in order to 
resist the logic of (auto)immunity and render possible all the work that 
remains to be done. 
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Notes 


1 Autoimmunity as a Derridean deconstructive neologism brings, however, a specificity 
that highlights the cruelty and even the terror of deconstructive actions — figured as a self- 
destructive defence of the self (Derrida and Borradori 2003), which is not so marked in other 
Derridean deconstructive terms — such as différance, the trace, etc.; it is for this reason that this 
term lends itself to analyses of illness and suffering in critical disability studies. 

2 Clear examples of this tendency can be seen in the ‘populist turn’ in contemporary politics 
from Donald Trump’s America and Jair Bolsonaro’s Brazil to Brexit Britain, a turn that can be 
seen to result in some cases from austerity politics and the exclusions of disabled and migrant 
bodies from the munus (McRuer 2018; United Nations CRPD 2018). 

3 The artist collective the Canaries state: ‘Like the “canary in a coalmine”, our autoimmune and 
other chronic health conditions warn of imbalances in the world at large’ (wearecanaries.com 
n.d.). 

4 Including Frank 1995; Cvetkovich 2012; Price 2011; Chen 2014; Patsavas 2014; Nishida 
2016; Brady 2018; the Chronically Academic Network; and many more. 

5 However, the focus on disability rights within neoliberal societies also autoimmunely 
maintains what Jaspir Puar (2017) calls the ‘right to maim’, as bodies, communities and 
populations who are excluded from the protection of legal rights come to be exploited and 
debilitated in the name of profit. 

6 However, while we can say that unhealthy bodyminds tend to resist capitalist demands for 
productive labour, it is important to acknowledge that they do not escape capitalist capture by 
the medico-industrial complex — the pharmaceutical and wellbeing industries in particular. 

7 Autoimmune diseases are understood to be triggered by environmental conditions, one of 
which is stress. 

8 For example, since 12 March 2019 there has been an anti-racist occupation of Goldsmiths, 
University of London, with the stated aim of protesting the lack of anti-racist action in the 
management of the college. See https://tinyurl.com/GARAManifesto. 

9 This ‘overcoming’ narrative is very familiar to those within disabled communities, where in 
order to do well disabled people are required to do so in spite of their disability; see Mitchell 
and Snyder 2000. 
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‘But you don’t look disabled’: 
Non-visible disabilities, disclosure 
and being an ‘insider’ in disability 
research and ‘other’ in the disability 
movement and academia 


Elisabeth Griffiths 


This chapter is a personal narrative of my getting to this point in my 
career, to ‘here’, as a disability law scholar and solicitor with a non-visible 
disability and a disabled woman working in academia. It is a self-reflec- 
tion on my experience of the research process and an insider account 
of my position within that research. I had not anticipated that the well- 
established philosophy of the disability rights movement of ‘nothing 
about us without us’ would take on a personal meaning during my 
research. Framed within the field of autoethnography (Ellis 2004), 
I am inviting you, the reader, into my world as I have engaged in the 
research process while completing a professional doctorate in law. 
Autoethnography is a genre of qualitative, reflexive, autobiographical 
writing and research that uses the researcher as the subject (Haynes 
2011, 135). In this chapter, I am writing about my personal experience 
of disability within academia. I am engaging with ‘the self’, myself 
and the interaction between my working life as an academic and my 
experience of an unseen or non-visible disability. As Ellis et al. (2011, 2) 
suggest, ‘Autoethnographers recognize the innumerable ways personal 
experience influences the research process’. My own experience has 
certainly influenced the research process I have undertaken in the last 
few years and writing this chapter is a means of recognising that. In 


sharing this experience, I am joining forces with other academics who 
likewise believe their own experience and story is inextricably linked 
with how they do their research. 

The fact that I am writing this chapter at all is a revelation to me. 
I had very little disability consciousness until I started my professional 
doctorate, despite living with a chronic illness since 2007. I was ‘in the 
closet’ (Garland-Thomson 2016) but, to borrow from Kleege (1999), 
studying for a doctorate has ‘made me disabled’. Given the subject matter 
of my doctorate, it is important for me to acknowledge that there is 
an ongoing internal phenomenological dialogue in what I am writing 
(personal reflections alongside academic writing). This makes for 
disruptive reading, but the disruption is vital to challenge the understand- 
ing of disability in academia. ‘Autoethnography, as method, attempts 
to disrupt the binary of science and art. Autoethnographers believe 
research can be rigorous, theoretical and analytical and emotional, 
therapeutic and inclusive of personal and social phenomenon’ (Ellis et 
al. 2011, 8). This chapter is framed using this approach because I want 
to keep the conversation going about the experience of disability and 
chronic illness in academia — not merely to recognise its existence but 
to emphasise, through personal narrative, the effect it can have on those 
of us working in academia and to try to influence and disrupt current 
academic practice in some small way. 

As Goodley suggests, ‘the marked identity of a neoliberal citizen is 
a worker: willing, capable and able’ (Goodley 2014, 52). For all of us, 
capability is a capacity to learn and develop and is often assessed on 
initial employment. Ability is contextual, temporal and often unclear. 
Willingness, which Goodley rightly puts first, is the neoliberal devolution 
of responsibility to the individual. Willingness is both what can drive 
individuals to overcome barriers of capability and ability, but unfor- 
tunately can also be used to criticise individuals when they cannot 
overcome those same (often structural) barriers. In the age of excellence 
in teaching, research and knowledge exchange in higher education, 
talking about chronic illness and disability has become increasingly 
challenging. It is often assumed that the ‘willing, capable and able’ 
worker can perform to an excellent standard in everything all of the 
time, but this creates a highly pressurised working environment and this 
frenetic pace of activity has somehow become normalised. For most, this 
can make for a stressful and difficult working day, particularly when the 
many, often clashing demands conflict. The non-visible nature of many 
chronic illnesses and disabilities can exacerbate this difficulty as it is not 
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obvious to those we work with that sometimes, although willing and 
capable, we cannot always perform to those intense standards. 

As soon as I embarked upon my research on disability using the 
law as my frame of reference, I realised that as an academic with a 
non-visible disability, doing disability research, a more open discussion 
about disability as experienced by academics was required. Much of 
what people experience around disability in academia is hidden for fear 
of stigma and the perception of not being able to ‘keep up’. I want to 
feel welcomed and understood in academia, so that on the days when 
I cannot ‘hyper-perform’ then it is OK to say ‘no more today’, without it 
affecting my ambitions, prospects, collegiality or sense of self. I am also 
very aware that the profession I have come from, the law, is starting 
to have similar conversations about disability and in particular mental 
ill health. In recent years there has been anecdotal evidence about the 
difficulties faced by disabled people in the legal profession but there 
has been nothing with a rigorous evidence base. In January 2020, the 
first research report on disability in the legal profession was published 
(Foster and Hirst 2020). The authors report on the barriers experienced 
by disabled people across the legal profession. Their findings suggest 
that the legal profession is generally poorly equipped to anticipate 
reasonable adjustments; there is a poor understanding of how disability, 
impairments and health conditions impact on recruitment and career 
progression within law; there is a general reluctance to disclose an 
impairment or non-visible disability because of a fear of discrimination; 
and the fact that the legal profession continues to operate traditional 
career expectations and working patterns means that access and 
progression for disabled people can be difficult. The findings also suggest 
that a significant proportion of disabled people in the legal profession 
have experienced ill treatment, bullying or discrimination associated 
with their disability. Fear of discrimination at the recruitment stage has 
also been a key finding of my own research with disabled law students, 
who repeatedly tell me that they are not going to tell potential employers 
about their disability when they are applying for training contracts 
or pupillages to enter the profession. Alongside this new report, some 
writing is emerging on wellbeing in the legal profession of England 
and Wales (see Collier 2016) and concerns about poor mental health 
among lawyers are growing in number. Collier (2019) is continuing his 
research following on from the Junior Lawyers Division Resilience and 
Wellbeing Survey of 2019, which reports that 48 per cent of respondents 
experienced mental ill health (whether formally diagnosed or not) 
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within the month leading up to the completion of the survey. This is an 
increase on the 38 per cent reported in 2018 and 26 per cent in 2017 
(Law Society 2019). Therefore, as disabled professionals working within 
academia, we are not alone in our experiences. 


How did | get to here? Where is ‘here’? 


I have been an academic and a lawyer for over 20 years. I teach and 
research employment law so the world of work and equality has always 
been important to me. During this time, I developed an autoimmune 
condition that triggered psoriatic arthritis, a form of arthritis affecting 
individuals with the skin condition psoriasis. Joints become inflamed, 
which causes pain, swelling and stiffness. Psoriatic arthritis is a chronic 
condition that waxes and wanes. What causes it is a matter of continuing 
research, although it is probably caused by a combination of genetic, 
immunological and environmental factors. Although psoriatic arthritis 
is a chronic long-term condition with no cure, there are a number of 
treatments to manage and control it. I have been on disease-modifying 
anti-rheumatic drugs since that diagnosis in 2007 in an attempt to slow 
down the biological processes that cause the persistent inflammation in 
an effort to control the development of the disease (for more information 
see the Psoriasis and Psoriatic Arthritis Alliance website, http://www. 
papaa.org/). In 2019 I developed a secondary autoimmune response 
known as Sjögrens syndrome, which at times makes writing at a 
computer for any length of time challenging because of the impact it has 
on my eyes. Therefore, my own ‘disability’ is now a collection of long-term 
chronic illnesses which I manage every day through medication and by 
taking periods of rest from work when I need to. Other than days off to 
manage pain and fatigue and occasional comments about how tired I 
look, my chronic illness was largely hidden from my work in academia 
until I started conducting research as part of my professional doctorate 
in law. My decision to undertake the doctorate was part of the change 
to cultures of capability in higher education. I began in 2016 as a result 
of the intensification and focus on research activity in my own place of 
work, which, like many post-1992 universities, began to transform its 
research profile. My doctorate is a phenomenological study, exploring 
the lived experience of disabled law students navigating their emerging 
graduate identities (Holmes 2015) and ‘possible selves’ (Markus and 
Nurius 1986) as they transition into the hyper-competitive world of the 
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legal profession on graduation. This is inevitably sensitive research, but I 
had not anticipated that it would also become personal. 

As an employment lawyer and a disability law scholar I have 
always focused on the legal definition of disability set out in section 6 
of the Equality Act 2010. Disability is defined as a physical or mental 
impairment that has a substantial and long-term adverse effect on a 
person’s ability to carry out normal day-to-day activities. The emphasis is 
on diagnosis of an impairment and its subsequent effect, in particular the 
effect that the impairment has on things that individuals do on a regular 
basis. Crucially for those with chronic illness, ‘long-term’ is defined as 
12 months or more, so the effect of the impairment has to have lasted for 
at least a year. Fluctuation and recurrence can all be taken into account 
by the law. The deduced effect of the impairment is also critical, as most 
of us with any form of chronic illness would be so much worse without 
our daily dose of medication. The legal definition is sometimes criticised 
as being overly medicalised, but up to this point in my professional life 
it has always seemed appropriate. I am comfortable in myself as being 
acknowledged as having a disability within the eyes of the law; the law, 
after all, has been my frame of reference for much of my professional 
life. I understand my chronic illness to be a ‘physical impairment’ within 
the section 6 definition and I know what my rights are at work. The duty 
of reasonable adjustments set out in section 20 of the Equality Act 2010 
also protects those rights and my continued ability to work. The duty of 
reasonable adjustments involves the employer taking any reasonable 
step, or combination of steps, necessary to remove a disadvantage 
experienced by the disabled person and which enable the disabled 
person to work. Arguably the duty also separates disability from other 
protected characteristics within the legal framework and it is therefore 
as much a part of the problem as it is a part of the solution. 

The Equality Act 2010 brings all protected characteristics, such as 
sex, race, disability and religion, together into one piece of legislation, 
all separate ‘silos’ (Solanke 2011) but in theory equal before the law, 
no one more important than the other. However, some protected char- 
acteristics that may have an impact on one’s ability to do a specific job 
at particular times, such as pregnancy, age or disability, are subject to 
special rules. Other protected characteristics, such as sex, race, sexual 
orientation and religion or belief, should have no impact on one’s 
ability to do a particular job and ought to be ignored by the employer 
(Griffiths 2016, 162). Anti-discrimination law in England and Wales 
is designed largely to protect notions of formal equality, treating like 
cases alike and ignoring the personal characteristics of the individuals 
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concerned. Disability, however, cannot be ignored and special rules have 
to be implemented: difference has to be acknowledged, which is often 
where the problems begin. The only way to benefit from a reasonable 
adjustment if you have a non-visible disability is disclosure, with all of 
the complexities of identifying as ‘disabled’. Contrary to critics of the 
medical model on which the legal definition of disability is based, for 
me being ‘disabled’ within the legal definition is comfortable. I know 
where I stand, I know what protection I have as a disabled academic and 
I know my rights. My legal consciousness is alive and well (Ewick and 
Silbey 1998). Nevertheless, the discomfort I now feel as I explore further 
and deeper into my own disability consciousness is sometimes hard to 
acknowledge. 

Disability is the only protected characteristic in the Equality Act 
2010 subject to a reasonable adjustment duty, although there has been 
much academic debate about whether other characteristics would 
also benefit from such a duty (there are discussions about religion in 
particular: see Vickers 2010; Gibson 2013; Griffiths 2016). As a result 
of this unique treatment, those with a disability are sometimes viewed 
as being treated more favourably than others without a disability, or it 
can seem that there is some kind of positive discrimination at work. This 
can play out as a feeling of being separate, different, ‘other’, and when 
I am at my most vulnerable, asking for a reasonable adjustment makes 
me feel ‘needy’ — that I cannot function at work without a special chair 
or special software. Even that word ‘special’ sets me apart. Some people 
with disabilities do not even ask for the reasonable adjustments they are 
entitled to because they do not want to appear different. People routinely 
ask me about my keyboard and my ‘special’ mouse, so I always have to 
tell them why. 

As my research has developed, I have begun to appreciate that the 
legal definition of disability plays just one part in this complex area, but 
it is a definition that I remain comfortable with. However, in developing 
a theoretical perspective for my professional doctorate I have come to 
appreciate that there is no one overarching definition, theory or model 
of disability: there are many, and this has led me to question my legal 
position as a person with a disability, my own position in the disability 
movement and my identity. Inevitably, however, difference has to be 
acknowledged. As a lawyer undertaking my doctorate, I have had to 
explore disability studies alongside the law, and as suggested by Kanter 
(2011, 406), ‘Disability Studies offers an appropriate lens through 
which we can view the legal profession, and the meaning of difference 
within the legal system, and society’. Kanter goes on to say that Disability 
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Studies ‘offers the law and legal education the opportunity to critically 
examine the role of “normalcy” within the law [...] it requires us to 
recognise, appreciate, and most importantly, value difference among us’ 
(Kanter 2011, 406). Difference sets us apart, makes us ‘other’ within the 
legislation, within society and arguably within academia. For those of us 
with non-visible disabilities, the difference is intensified, but difference 
really does make a difference. 


My ‘coming out’ 


The immediate ‘disclosure’ process at work began quite soon after 
my diagnosis, but only to a very small number of people: close friends 
who also happened to be work colleagues. They understood when I 
had ‘off’? days, when I was truly fatigued as a result of my condition 
and when I needed to rest. To everyone else, it was ‘business as usual’. 
Acknowledging my legal rights, I actively wanted to be dual-tracked in 
work for our capability procedures, knowing that when I needed days 
off because of my disability, they would not count towards any kind of 
performance or capability management. However, this was confidential 
between me and human resources: I understood my rights, after all. For 
a long time, this is as far as disclosure went. 

As part of my doctoral research I presented a paper on disability 
and positionality in research at the ‘Ableism in Academia’ conference 
from which this book arose. This was not a law conference so I did not 
think anyone would know me and I felt ‘safe’ disclosing my disability 
to a room full of colleagues (strangers) from other higher education 
institutions, who were familiar with what I was going through. What I 
had not fully appreciated was that because this was a highly accessible 
conference, it was to be livestreamed over the internet. As a result of this 
livestreaming other people were able to see me, including a colleague 
from my own institution. Due to the power of social media, she saw me 
disclosing my disability in what was actually quite a public forum. This 
accidental encounter led to us doing a joint paper at our own institu- 
tion’s doctoral and faculty research conference in June 2018. Our paper 
was about sharing and disclosing our respective non-visible disabilities 
in our research but from two very different perspectives. I had been 
grappling with reflections on my own chronic illness and the impact 
it was having on my research and consequently my academic identity, 
while she, I discovered, had recently published an article about her own 
experience of anxiety and depression at a particular time in academia 
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(Campbell 2018). For her it was suddenly out there: everyone would 
now know she had suffered with bouts of anxiety and depression and 
had been off work for three months. Ironically, it had particularly come 
to the fore during her own research and professional doctorate. For me, 
it was still largely hidden. 

After the faculty conference paper, what became clear in the 
feedback we were given was that very few people ever talk about 
disability, particularly the influence of their own disability in their 
research, and that we were suddenly viewed as ‘brave’ and ‘courageous’ 
for sharing. To be perfectly honest I do not feel ‘brave’ or ‘courageous’ 
and I am not really sure why I need to be. Bravery and courage, words 
synonymous with endurance and battle, suggest that I have a choice in 
accepting this sometimes daily encounter with pain and discomfort, that 
I have willingly entered the fray to tussle with the physical embodiment 
of my illness. This could not be further from the truth. It is not a battle 
or a struggle, it is just something I now have to tolerate. Just part of who 
I am. What really interests me, though, is what led to people referring 
to us as brave and courageous. Why do so few people talk about their 
chronic illness or disability, particularly when it is non-visible? There is a 
risk of course associated with disclosure. As already suggested, disability 
is ‘other’, different. The legal definition in particular forces us into that 
position because of the emphasis on the individual impairment and — 
to link back to being brave/courageous — implies that this is a personal 
tragedy that we have to endure and that somehow we are now lesser or 
part of a problem that needs to be fixed by an adjustment. I come back 
to a discussion on disability theory below, and explore why some of it 
is problematic for me, but for now, let us just say that in my naivety I 
had never really thought what impact this examination of disability 
could or would have on my willing and capable self. I had never thought 
of myself as ‘other’, or of the stigma associated with being ‘other’, but 
for now it is enough to acknowledge that my ‘spoiled identity (Goffman 
1990/1963) was very much coming to the fore during the research 
process. Sometimes, though, I have to take a step back and think - 
really? Is this who I am now? As Brown and Leigh suggest, “Illness and 
disability trajectories are often experienced as journeys of acceptance, 
particularly if these illnesses or disabilities occur later in life or appear 
suddenly’ (Brown and Leigh 2018, 986-7). I have gradually started to 
realise as part of this research process that this is not just about my legal 
rights; it is also about how I have started to reconstruct my own identity 
as an academic with a disability, a disabled academic. This is the journey 
of acceptance I have begun. 
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Who am I now that this has happened? 


Although I remain comfortable with the legal definition of disability and 
where I fit in that, as someone with a chronic illness I am not sure I am 
what society would consider to be a ‘disabled person’. The legal definition 
confirms to me that a chronic illness is a disability. It is much harder to 
talk just in terms of ‘illness’ or ‘disease’. But for my medication I would 
find life a lot harder and debilitating. The nature of my impairment is 
often varied, as is the effect of the impairment, which inevitably leads 
to a variety of legal and personal responses. Chronic illnesses are not 
fixed disabilities; rather we have good days when we might ‘not be’ or 
‘feel’ disabled at all, and other days when we are very debilitated by our 
conditions. The various theories of disability do not necessarily account 
for this fluctuation and the position of chronic illness within the disability 
movement is often contested (see Barnes and Mercer 1996). 

Unseen, hidden or non-visible disabilities, which are not readily 
seen or immediately obvious to others, also raise many issues about the 
presentation of self in everyday life (Goffman 1990/1959). For those of 
us with chronic illnesses our conditions can go largely unseen and this 
can present a problem for us within our workplaces and wider society. 
My own condition is not constant, which is the case with many chronic 
illnesses. It does fluctuate and ‘flare’, but it is always there, even if I can 
hide it some days. If I announce my condition, its invisibility becomes a 
concern — will people believe me? Am I actually disabled within the legal 
definition? What adjustments should I get, and do I really need them? 
Can I keep up on a daily basis in this hyper-challenging environment? 
Am I sick? Am I well? Am I disabled? Too many questions. Where do I go 
to find answers, and will the various disability theories help me position 
myself somewhere? 

Two ‘models’ of disability prevail — the social model and the medical 
model. Both have been theorised, questioned, criticised and debated, and 
both have been expanded or rewritten to some extent. The British version 
of the social model of disability, first expressed by the Union of Physically 
Impaired against Segregation (UPIAS), stated, ‘In our view, it is society 
which disables physically impaired people. Disability is something 
imposed on top of our impairments, by the way we are unnecessarily 
isolated and excluded from full participation in society’ (UPIAS 1976, 3). 
This social model of disability was developed further by Oliver, who 
emphasised the need for a new way of looking at disability (Oliver 1983; 
1990). The social model suggests that society over-medicalises disability, 
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situating the problem firmly with the individual and the ‘personal 
tragedy’ of disability, rather than where it should lie, i.e. with society. 
This is an important definition — I do understand that — and crucially 
it sparked the development of the disability movement in the UK and 
political activism for disabled people. Society does disable, there is 
no denying that: I have seen it in practice on many occasions. But am 
I disabled within this definition? Probably not. I, personally, am not 
isolated or excluded. I am still willing, capable and, for the most part, 
able and I fully participate in society. Nevertheless, the medicalised 
impairment model on which the legal definition in the Equality Act 
2010 is based does set me apart from colleagues because of the need 
for diagnosis of an impairment and subsequent requests for reasonable 
adjustments. But it is important to me, because without it I would not 
have been able to ask for the adjustments that I need to make my working 
life a possibility. In my own research with disabled students, all of whom 
unexpectedly presented with non-visible disabilities, I ask them: when 
they think of disability, what do they see? They all said ‘someone with 
an obvious physical disability’ or ‘someone in a wheelchair’. They did not 
see themselves as having a disability even though when I went through 
the legal definition with them, they all acknowledged that they would fit 
squarely within it. Those same students would not see me as disabled, and 
although my chronic illness sets me apart in some ways, for the most part 
society does not even know that I have any impairment/disability at all. 
Whilst the social model would ignore my impairment, I cannot. The pain 
at times can be debilitating, the fatigue overwhelming and therefore my 
own lived experience is important. If all societal barriers were removed 
as advocated by the social model, my own physical impairment would 
still debilitate. 

Goffman suggests disability is ‘stigmatized’ as a negative identity 
(Goffman 1990/1963). In his view, members of this group are assumed 
to be tainted or inferior in some way. This in turn prevents the individual 
from being included in society. In considering this stigmatised identity 
Loja et al. write that ‘The concept of normality, embedded in the medical 
model, has been at the core of the othering process that has shaped the 
understanding of disability as a physical, moral, emotional, mental and 
spiritual deficit’ (Loja et al. 2013, 198). I do experience this othering 
from time to time, particularly when asking for reasonable adjustments. 
Campbell states that ‘inscribing certain bodies in terms of deficiency and 
essential inadequacy privileges a particular understanding of normalcy 
that is commensurate with the interests of dominant groups (and the 
assumed interests of subordinated groups)’ (Campbell 2009, 11). 
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Therefore, this acknowledgement of normal and difference is problematic 
and contributes to the ‘othering’ of disability. Nevertheless, for those of 
us with non-visible disabilities this is not always the case. Controversially 
in some ways, we can choose who we are in front of others. Because we 
can ‘pass’, we can decide whether or not to assume this negative identity 
on the outside. I am not suggesting that this in any way helps, as we still 
have to decide whether or not to disclose our disability at some point. 
However, up until the point of disclosure we do not have to acknowledge 
this ‘othering’, except in our own minds. 

I do appreciate why the medical model is problematic within the 
disability movement. Nevertheless, as an academic with a chronic illness 
that fits squarely within the medicalised legal definition of disability, I 
struggle to associate with the social model. I have to prefer Shakespeare’s 
critical realist approach to disability. Shakespeare argues that ‘““ 
modellists” would claim that so-called “medical-modellists” assume that 


social- 


“people are disabled by their bodies”, whereas they say instead that 
“people are disabled by society, not by their bodies”. I would argue 
that “people are disabled by society and by their bodies”’ (Shakespeare 
2014, 75). This is my authentic self. I have become disabled because 
of how people view me with my arthritis (once they know) and what 
I imagine people think of me with my arthritis (once they know). My 
body does, however, let me down on occasion, and work practices can be 
challenging. Being disabled by society only happened once knowledge 
of my chronic illness seeped out into the world. But my impairment or 
illness and the impact it has had on me has been my reality for years. As 
Williams suggests, ‘endorsement of disability solely as social oppression 
is really only an option, and an erroneous one at that, for those spared 
the ravages of chronic illness’ (Williams 1999, 812). 

Thomas (1999; 2004) developed the social model to incorporate 
‘impairment effects’ in an attempt to account for difficulties caused by 
medical conditions and impairments. In keeping with Thomas’s relational 
interpretation of the social model of disability, my relationship with 
society changed once I disclosed my disability and my impairment does 
have an effect on me. Likewise, Shakespeare argues for an alternative 
approach to the social model, that of interaction between individual and 
structural factors (Shakespeare 2014, 74). Shakespeare acknowledges 
similarities between Thomas’s relational approach and his own interac- 
tional approach. Both are relational in that disability is a ‘relationship 
between intrinsic factors (impairment, personality, etc.) and extrinsic 
factors (environments, support systems, oppression etc.)’ (Shakespeare 
2014, 76). Nevertheless, I, like Shakespeare, disagree with Thomas’s 
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approach as it defines disability in terms of ‘social oppression’ (Thomas 
1999, 60). Shakespeare suggests that ‘to define disability entirely in 
terms of social oppression risks obscuring the positive dimension of social 
relations which enable people with impairment’ and goes on to define 
‘disability as the outcome of the interaction between the individual and 
contextual factors, which includes impairment, personality, individual 
attitudes, environment, policy, and culture’ (Shakespeare 2014, 77). 

I have to reflect on the impact of all these theories on my own 
identity, professional and otherwise. The focus for me is not necessarily 
always on my own bodily impairment, although there are days when it 
lets me down and I feel the impact of non-normalcy on what I am doing. 
For me it is my emotional and mental self that imposes ableism on my 
own identity. I have come to see life in a different way and this has filtered 
through into my working life. I could argue that before the development 
of my chronic illness I felt I could do anything, and some days I still feel 
like that. Now, in my own mind, I know I am different in some way. Some 
days I cannot compete at the same pace. However, this difference does 
bring with it other advantages. Slowing down is important for all of us. 
Why do we constantly have to respond to this ‘culture of perfectionism’? 
I am willing and capable — why isn’t that enough? Many colleagues who 
do not have any form of disability or chronic illness struggle to keep up at 
times. Why has this become the new normal? Maybe it is down to those of 
us with a chronic illness or disability to challenge the mandatory demand 
for excellence in everything in academia. However, I do not feel socially 
oppressed. Once I disclosed, yes, my interactions changed, but some of 
that has been wholly positive and it has led to fruitful conversations in 
our faculty about disability and non-visible disabilities in particular, for 
staff and students alike. 

It is important to affirm ‘the diversity of bodies as a plus in a 
pluralist and inclusive society’ (Loja et al. 2013, 200). In the struggle 
against ableism this recognition is crucial, and higher education institu- 
tions would do well to incorporate this diversity into their thinking on 
academic progression, teaching and learning strategies and employment 
policies. As Pinder writes, ‘A successful employment policy needs to 
address the complexity and ambiguity of disabled people’s experiences, 
as well as draw upon the common threads which underpin their struggle 
to compete economically in an ablist [sic] society’ (Pinder 1996, 149). 
This is how I feel about academia. If we are to compete in the current 
version of higher education with its rival interests of excellence in 
teaching, research and knowledge exchange then higher education insti- 
tutions must address the complexity and ambiguity of our experiences 
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as disabled academics. It is also important that universities acknowledge 
how many of us there actually are. As Brown and Leigh ask, ‘where are 
all the academics with disabilities, chronic illnesses or neurodiversity?’ 
(Brown and Leigh 2018, 4). I only have to look at my own Twitter feed 
to work out that there are many of us, and of course that is just a small 
snapshot of the number of academics living with disability, chronic 
illness, mental ill health and neurodiversity. In Pinder’s essay (1996) 
she writes about two people with arthritis: one, Peter, at the start of his 
diagnosis with rheumatoid arthritis, and the other, Lucy, with psoriatic 
(my own version of arthritis). In this study there is an acknowledgement 
of the discomfort that exists between not only disabled people and the 
able-bodied, or ‘temporarily able-bodied (Zola 1989, 406), but also those 
who are disabled, the wider society and those who exist in the liminal 
space between these worlds — which I refer to below as my ‘shade’. 

The social model of disability as devised by Oliver (1983; 1990) has 
denied the impact of impairment. The disability movement that largely 
embodied this model fails to acknowledge the part that chronic illnesses 
play in disabling people. Chronic illness is still seen as ‘medical’ and 
therefore falls outside its province. I would suggest that the voices of the 
chronically ill, who ‘weave in and out of disability (Pinder 1996, 153), 
have been relatively muted in the disability movement. ‘The contra- 
dictions inherent in relying primarily on a social model of disability to 
explain the difficulties the chronically ill and disabled people face at work 
cannot be ignored’ and ‘the experience of difference within difference 
needs to be acknowledged’ (Pinder 1996, 153). Pinder suggests that 
feminists have already paved the way for this and the differences between 
women are crucial, just as the differences between disabled people are 
important. Of course, just as the disability movement lacks unity around 
a single definition, so does the feminist movement. However, feminist 
disability scholars have picked up the baton and are arguing for an all- 
encompassing and inclusive theory of disability. Feminist Liz Crow has 
criticised the social model for neglecting the individual experience of 
impairment: ‘As individuals, most of us simply cannot pretend with any 
conviction that our impairments are irrelevant because they influence 
every aspect of our lives. We must find a way to integrate them into our 
whole experience and identity for the sake of our physical and emotional 
well-being, and, subsequently, for our capacity to work against disability 
(Crow 1992). 

The emphasis on difference brings us back to the legal definition 
and I would argue that difference has to be acknowledged as long as 
it does not suppress diversity within disability itself or reinforce false 
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categorisation or hierarchies. Experience and voice have to be valued. 
As much as I want to ‘pass’ as ‘normal’ or ‘able’, as maybe I have not fully 
accepted my identity as a disabled academic, I do worry that in doing so I 
am denying an important role I could play in changing the way academia 
views disabled people. My own experience has been on the whole very 
supportive, and that is because of my great colleagues and my own head 
of department. I have, though, heard so many distressing stories. I cannot 
deny that my physical differentness is influencing the way I now see the 
world and I question the systems developing within higher education. 
When I realise that I cannot keep up, I worry about my position, but I 
still produce excellent work, I never fall behind, I push myself to present 
myself as capable and able to my students and colleagues — even though 
some days I would dearly love not to. If I do my job well, with no 
complaints, why do I feel inadequate some days? This is because of the 
pervasive culture of perfectionism in which we now operate. 

The labour market of higher education emphasises what Pinder 
(1996, 152) refers to as ‘productivity and performance’. We need to be 
always productive and always performing. I am productive and I do 
perform, but not always at the pace higher education demands. Past 
achievement seems to have no lasting currency. Achievement is no longer 
‘bankable’; it is now (almost instantly) reframed as the new baseline for 
which more or different achievement is urgently required. You see it 
everywhere — schooling, assessment, the job market, workplaces. 


Why does any of this matter? 


Doing my professional doctorate has made me more aware of my own 
position in the research process, as a disability law scholar and a disabled 
academic doing disability research. Relating to, or imagining, the likely 
experiences, concerns and claims of the participant group in my research 
— disabled law students — can be beneficial when using interpretative 
phenomenological analysis, but it does not require the researcher to 
have ‘insider’ status. Nevertheless, the research has required me to 
negotiate access to insider accounts and relate to and reflect on the 
experiences of the participants (Smith et al. 2009). My research has cast 
a spotlight on my disability and my disability is influencing my research 
and my position within it. My experience as a disabled academic in the 
competitive world of higher education has led me to question the ableism 
within academia but also within the professional employment we are 
preparing or ‘training’ our students for. We count our students in and 


‘BUT YOU DON’T LOOK DISABLED’ 


137 


138 


count them out, and assume they are on a linear trajectory to profes- 
sional graduate employment. However, this is not always the case for the 
disabled student. 

As a disability researcher with a non-visible disability, I am also 
presented with an ethical dilemma - whether or not I should reveal 
my own disability to my research participants. Disclosing my disability 
to students in the institution where I work is revealing a part of my life 
that I might prefer to keep private. My legal training demands empathy 
but impartiality. My disability and my place of work also being the site 
of my research give me ‘double’ insider access, and the challenges of my 
position in my own research are compounded by my own identity as an 
academic, as a lawyer, as an academic with a disability, as a disabled 
lawyer - the list could go on. I have faced a number of dilemmas I had 
not anticipated when I started this doctorate, but there is no doubt that 
my interest in this research has stemmed from my own ill health. While 
exploring my ‘position’ in my research I have been forced to explore 
the nature of being an insider in research. Mercer (2007) explores the 
various concepts of ‘insiderness’ and I am using her work to explore my 
own questions about conducting insider research at my place of work 
with students who are part of my teaching cohort, while also reflecting 
on my position as a ‘disabled’ researcher and disability law scholar. My 
position has become an essential part of my research and the internal 
dialogue continues. Do Ihave more empathy or less? Do I understand the 
group better or not? Is my data going to be richer or not? I have access, the 
setting is familiar, I can build rapport, I have a shared frame of reference 
in the law and disability. However, I do not want to ‘contaminate’ my 
data and my non-visible disability means I can remain silent about my 
own experience of disability. 

Alongside the acknowledged ‘insiderness’ of my professional 
status as a lawyer, my power as an academic and my visible signifiers of 
position, mine is also a ‘secret’ insiderness in that after much discussion 
and deliberation, I have chosen not to disclose my disability during the 
research process. I am, after all, ‘temporarily able’ and I am not ready 
to ‘out’ myself in this way in the interviews I am undertaking as part of 
my research. This doctoral research is not about ‘me’ and I do not need 
to disclose and, as I am still questioning how much disability is a part of 
my own identity, I do not want to delve into my own position with my 
research participants. I do, however, fully acknowledge the influence I 
have had on my research and I would suggest the research has become 
richer because of it. 
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Where does this get me? 


Recently, I have come to identify myself as being part of Frank’s (2004) 
‘remission society’, which brings its own discomfort. I am declared 
medically ‘in remission’ as my chronic illnesses are largely ‘under control’ 
because of the medication I take. I have fewer obvious flares; my pain 
can be lesser. Most people think that individuals are either well or sick. 
‘Sickness and wellness shift definitively as to which is foreground and 
which is background at any given moment’ (Frank 2004, 163). In the 
remission society, ‘the foreground and background of sickness and health 
constantly shade into each other’ (Frank 2004, 163). This is Sontag’s 
‘kingdom of the sick’: 


Illness is the night-side of life, a more onerous citizenship. Everyone 
who is born holds dual citizenship, in the kingdom of the well and 
the kingdom of the sick. Although we all prefer to use only the good 
passport, sooner or later each of us is obliged, at least for a spell, to 
identify ourselves as citizens of that other place. (Sontag 1978, 3) 


This ‘shade’ has become part of my identity. Some days I inhabit the 
‘kingdom of the sick’, but unlike Sontag’s suggestion, I never get to fully 
leave this domain. Because of the stigma associated with illness and 
disability that we have yet to overcome, sometimes it is easier just to lie. 
I can exist in the world of the well because of medication and so I can 
‘pass’ as ‘normal’ and ‘able’, even if only temporarily on some days. As 
Goffman suggests, the rewards of being or appearing ‘normal’ are such 
that most of us who are in such a position will choose to do so at some 
point and conform to ableist views of the world and what it is to be 
‘normal’. However, in remaining silent for so long and in this context, I 
am not facilitating the need for change in academia about how disabled 
academics are viewed and how much our presence and our research 
matters. 

It is fair to say all of this has led me to see things differently. This 
autoethnographic narrative has been used to explore my own position 
in my research as part of the research process but also my own identity. 
I have transitioned from a practice-based lawyer to a qualitative 
researcher and the influence of my own personal phenomenon of a 
hidden or non-visible disability cannot be ignored. Much as I exist in the 
shaded area between health and sickness, so too do I exist in the shaded 
area between insider and outsider status in my research, thus reinforcing 
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the continuum. However, this transition is still in a state of flux and I 
certainly do not have all the answers but Iam now content to contribute 
to the conversation. 

Returning to Goodley, ‘the functioning neo-liberal self is an 
able-bodied and minded one. This is a self that is widely desired. Such 
visions of selfhood threaten to neutralise alternative ways of becoming’ 
(Goodley 2014, 28). In one sense, I have ‘become’ someone else in doing 
this research. I am willing, capable and able — just not always at the same 
pace or always at the same time. I have decided there is nothing wrong 
with that. Academia needs to acknowledge this difference, which is 
crucial in the functioning of our legal rights in the workplace as academics 
with disabilities (visible or otherwise). It is crucial to acknowledge how 
much we contribute to academic life and how we see ourselves in wider 
society. Nevertheless, acknowledging and respecting this difference is 
important for our own wellbeing and our voice and experience must be 
heard. I would strongly argue that this should be the new ‘normal’. After 
all, aren’t we all exploring alternative ways of becoming? Aren’t we all 
constructing or reconstructing our identities as our position in the world 
changes as we age, as we develop illness, as we are promoted, as we 
retire, as we take on new challenges? 
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Invisible disability, unacknowledged 
diversity 


Carla Finesilver, Jennifer Leigh and Nicole Brown 


It might seem odd to start with the assertion that bodies are invisible 
when they are plainly in sight. We all have bodies: meaty, fleshy, 
breathing bodies that take us through the world. And yet much of the 
time many people are not aware of their bodies; for the most part, if 
they are working well, we can ignore them. They disappear from our 
awareness. Drew Leder (1990) described this as ‘the absent body. The 
idea is that unless we are injured, sick, in pain or — at a lesser level - 
hungry, cold or needing the toilet we pay little or no attention to the 
inner workings of our bodies. We might be aware of what they look like, 
particularly in the current cultural climate with so much attention given 
to body shape, diet, clothes and the like, but this is more concerned with 
the external appearance than a conscious awareness of our bodies as 
part of us. If they work ‘as they are meant to’, then unless our profession 
is such that we use them for our craft — as dancers or athletes, say — they 
are mostly absent from our awareness. Some might argue that even for 
dancers or athletes it is the pain of such work that calls them to attention 
(Thomas and Tarr 2009). Leder was a phenomenological philosopher, 
and as such he was interested in human experiences. He, like Maurice 
Merleau-Ponty (2002), believed that in order to incorporate the totality 
of someone’s experience, we needed to include the information that 
arose from the body. Such an approach might be called ‘embodied’. 
However, it is worth noting that the term ‘embodied’ is somewhat 
contested (Sheets-Johnstone 2015). One approach, taken in this chapter, 
is that to be embodied is about bringing conscious awareness to the 
feelings, sensations, thoughts, images and emotions that arise from the 
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body (Leigh 2012). As such, it is both an ongoing process and a state of 
being (Leigh 2019). Such awareness is not limited (as Leder postulates) 
to dancers, athletes and the like, but is available to anyone who chooses 
to pay attention to their body, and the feelings, sensations, thoughts, 
images and emotions that arise from it. Such attention is not limited to 
the able-bodied and the ‘well’ but is accessible to anyone, with any body. 
However, consciously drawing attention to our bodies in this way is, for 
most of us, a choice. Whatever the state of our bodies, we can choose 
to pay attention to them or not. This kind of work is hard, and can be 
process work (Fogel 2009). It is tiring to be self-aware and conscious of 
one’s body in this way, even while it is valuable, aiding reflexivity and 
creativity (Leigh and Bailey 2013). However, if a person is in chronic 
pain, or disabled by their body not working as it ‘should’, such awareness, 
as Leder points out, is no longer a choice but instead a constant, chronic, 
unavoidable reality. For those of us who live with chronic pain or 
disability, our bodies are continually present and reminding us of their 
presence — they are dys-appearing. 

A profession like academia, which is competitive, cerebral (Leigh 
2019) and —- according to some (e.g. Bloch 2012) — devoid of emotion, 
is not conducive to embodied awareness of our bodies. Although we all 
‘do in academia in our own way’, there are inherent tensions between 
the collegial and the individual, and between an embodied awareness 
of our bodies and the fixed structures of teaching, learning and 
researching. The academy values the mind, the intellect and the work of 
its inhabitants, in all but a few disciplines to the exclusion of their bodies. 
Exceptions might be in fields such as drama, dance or performance art, 
where practice as research is an accepted and valued contribution to 
knowledge (Thomson 2003). However, even within practice as research, 
the exegesis or written, intellectual element is an essential part of an 
output (Trimingham 2002). The practice is not enough on its own, and 
there is still a requirement for academics to foreground the cerebral 
rather than the embodied perspective (May 2015). 

The very structure of academic work makes our bodies invisible 
and unimportant. In order to produce written research outputs we sit at 
desks, type on computers and are asked to put in many hours of work in 
order to meet externally driven targets (Fitzgerald et al. 2012). Hidden 
labour behind such work — which might involve our bodies (for example, 
the thinking, dreaming and moving that might underlie the creative 
process of writing) — is just that: hidden (Malcolm and Zukas 2009). 

Other aspects of academic work, such as meetings, require us to sit, 
to hear, to maintain attention and to speak out; we also have to transport 
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ourselves from office to meeting. Likewise, with teaching, we are often 
constrained to teach inside lecture halls or seminar rooms full of tables 
and chairs, up stairs or in remote parts of labyrinthine buildings, where 
we sit or stand in the designated part of the room (e.g. within range 
of the microphone). The time and space of academia constrains us, 
and encourages us to ignore our bodies, and any sensations, feelings, 
thoughts, images or emotions that we might be having (Herring and 
Standish 2019), and instead to focus only on the cerebral in our thoughts 
and outputs. However, those academics who have a disability or chronic 
illness are faced with a reality in which the body makes its presence 
known and felt. Being an academic takes effort. Living with a disability 
or chronic illness also takes effort (Livneh and Antonak 1997) and 
impacts on quality of life (Megari 2013). Being consciously self-aware 
takes effort. How much more effort, in both a physical and emotional 
sense, does it take to be an academic with a disability or chronic illness 
navigating through academia with the necessary self-awareness? 


Understanding disability 


Although the invisibility of the body in academia on its own is problematic, 
the lived experience of disability in academia is complicated further as 
wider understanding of the disabled body is often limited. Typically, 
disability is understood as a physical or mental impairment that has a 
substantial and long-term negative effect on individuals’ ability to take 
part in everyday activities, and may entail accessibility issues that require 
accommodations. The social model of disability (Oliver 1983) considers 
disability from the standpoint of the pervasive barriers in society that 
exclude disabled people. As Oliver himself stated (2013), this social 
model of disability was meant to develop understanding among non- 
disabled medical and care professionals and to highlight the fact that 
every person individually, and indeed society as a whole, can take steps 
to prevent discrimination against the disabled. As such, the social model 
was intended as a teaching tool to raise awareness, which it has done. 
However, the social model does not enable individuals to understand the 
individuality of experiences. It was never meant to completely replace 
or overrule the individual model, which had prevailed until the 1980s. 
While it emphasises society’s role in creating the ‘disability label, the 
focus remains on the dichotomy of disabled versus non-disabled. 

One reason the social model of disability became as popular as it 
did is the societal tendency to impose categories on human diversity and 
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to categorise individuals. Consequently, in academia, as in society more 
generally, disability is expected to take on particular forms. Examples of 
disability that are commonly simplified into easily understood binaries 
include: having a mobility impairment, equated to being completely 
unable to walk, and publicly signified by using a wheelchair; or having 
a visual impairment, equated to being completely blind, and publicly 
signified by using a white stick and/or a guide dog. And therein lies 
the problem, as accessibility issues, while increasingly considered in 
our environments, are often still conceived of as binary. In an abled- 
normative society, the absence of obvious visible identifiers such as 
a wheelchair results in an automatic assumption of non-disability. 
Impairments that are not externally visible at a glance, or visible but 
mistaken for temporary injuries, are not part of the general conscious- 
ness, unless the individuals concerned choose to actively and repeatedly 
publicise them. In this sense, public consciousness frames disability as 
a rare, tragic, non-normal experience that an individual must overcome 
(Goffman 1990/1963). In this understanding, as discussed in detail 
below, a person can either walk up stairs or cannot; there is no space 
in between. Within this, there is also the implied assumption that if the 
person can walk up the stairs, then they should. To decide not to take 
the stairs when there is the (perceived/assumed) physical possibility of 
doing so incurs negative judgement from others. In our society exercise 
has positive connotations, and with this and the environmental emphasis 
on saving energy, to (appear to) choose not to take the stairs and instead 
use a lift is difficult for able-bodied people to understand in any other 
framework than laziness. 

Irrespective of whether individuals identify with and subscribe to 
the medical, the individual or the social model of disability, the premise 
of these approaches is the disabled body as the dis-abled, abnormal, 
weak body that a person is afflicted with. What if, however, a disabled 
person does not wish to be addressed in person-first language, but 
sees their disability as an inextricable part of who they are? This is the 
premise of crip theory (McRuer 2006). ‘Cripping’ the body means estab- 
lishing the disabled body not as defunct or defect, but as a complete 
entity of ‘becoming, reflection and production’ (Goodley 2013, 638). We 
find such a multi-factor model of disability useful, where an individual’s 
particular capabilities and characteristics are considered in interaction 
with the various systems and environments they move through. After all, 
in reality, disability is not always black or white, but consists of shades 
of grey. There are diagnostic grey areas and fuzzy boundaries, overlaps 
and individual differences. Disability may well be understood in terms 
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of the limitations brought upon individuals through societal barriers, 
but it is at the same time a personal experience. In our abled-normative 
society, there is as yet particularly poor understanding of the existential 
spaces within and between disabilities and chronic illnesses, with pain 
conditions notably problematic. On the one hand, these conditions 
result in individuals feeling and being disabled (Deegan 2010); on the 
other hand, the conditions fluctuate, are often invisible and unproven, 
contested and doubted, as is the case for conditions that are medically 
unexplained in general (Kirmayer et al. 2004; Nettleton 2006). In 
everyday life, this means that there are those of us who use walking aids 
such as a cane or crutches in particular situations or on some occasions 
but not others. Where this is the case, we will be asked how we got injured 
(or how we injured ourselves again, if the person recalls previously seeing 
us with mobility aids). A much nastier version of this is experienced by 
ambulant wheelchair users who dare to take a few steps in public, or by 
those who use disabled parking spaces but then walk to the supermarket 
to do the shopping. Furthermore, even where difference from the abled 
norm is acknowledged, it is often assumed by others to be constant. If a 
person has limitations, it is assumed that these limitations will broadly 
be the same all the time. This is somewhat understandable as our brains 
like predictable patterns of simple dichotomies: right and wrong, true 
and false, disabled and non-disabled. 

What is needed is a clear move away from the thought processes 
of ‘I cannot see that, therefore it is not real or true’ towards a more 
empathetic stance of mutual kindness, tolerance and acceptance. For 
disability to be understood in society generally, and more particularly in 
academia, it is therefore necessary to reframe the parameters for what 
disability is and means for the individual (see Goffman 1986/1974). 
Instead of considering the disabled body as non-normative, non-normal, 
deviant and defunct (Goffman 1990/1963), its fluctuation and variability 
and thus the fluidity of the disabled experience need to be emphasised 
(Deegan 2001). Additionally, a new frame (Goffman 1986/1974) needs 
to incorporate the potential invisibility of disability. 


Invisibility and fluctuation 
As we see it, there are two key issues relating to having a chronic 


illness as an invisible disability within an abled-normative educational 
environment. These are invisibility and fluctuation. 
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Firstly, unlike with an ‘obvious’ physical disability, it can be hard for 
others to see and to recognise that a person has additional challenges in 
negotiating everyday work and life. In our society, there has recently been 
a growing voice and presence of those who have an invisible condition, 
calling out those who would question whether or not an individual has a 
disability - whether they have a right to a blue badge, to use a disabled 
toilet or other accommodations. Initiatives such as the purple ‘not all 
disabilities are visible’ campaign (https://wearepurple.org.uk/not-all- 
disabilities-are-visible/) have deliberately set out to raise the profile of 
such conditions and insert them into the conservation. More controver- 
sial initiatives such as the sunflower lanyard (see hiddendisabilitiesstore. 
com), which was rolled out across airports and companies in the UK in 
2019, have been designed so that those with an invisible condition can be 
recognised and supported. These have had a mixed reception from those 
who might use them as potentially they could visually mark out people 
based on only one aspect of their identity. However helpful or concerning 
these schemes may be, they are not generally meant for day-to-day use 
within a workplace such as academia. They might help us navigate busy 
train stations, supermarkets or airports, but can they be of use to us as we 
go about teaching and research? 

The second key issue, fluctuation, is similar in that it encompasses 
the idea that disability and illness is not static and constant. Conditions 
can fluctuate, so that one day an individual might need to use a 
wheelchair, on another they may manage with crutches or a stick, and 
the next week they may need no physical supports to stand or walk. This 
fluctuating nature of chronic conditions has been recognised in guidance 
documents on how the Care Act should be implemented (see for example 
Action for ME et al. 2014). On an individual level, this can be frustrating 
— not knowing from one day to the next how we might be affected. For 
others working or living around people with such conditions this can be 
confusing — e.g. why does a person need to use mobility aids one day, 
but not on others? Are they making it up? And what does it mean for 
workplace accessibility arrangements if they are only needed part of the 
time? 

In the particular context of academia, many of our day-to-day tasks 
and duties can be impacted by invisibility and fluctuations. Our timetables 
of teaching, research deadlines, committee meetings and the like are 
often rigid, and have little give in them to accommodate fluctuations of 
health, pain or energy. We may find ourselves expected to travel across or 
between campuses, sit in unforgiving chairs, carry heavy loads of paper, 
books or materials for our students, and having to estimate how possible 
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this will be on a given day. The physical strength needed to command 
a lecture hall or teaching space for hours may ‘cost’ us more energy or 
exert a higher price on our health some days than others. Without visible 
reminders of disability, we may find ourselves repeatedly scheduled in 
rooms without adequate accessibility arrangements (although, as can be 
seen in Fiona Kumari Campbell’s chapter in this volume, physical, visible 
disability is no guarantee of appropriate or adequate access) or feeling as 
though we have to explain or justify ourselves continuously to colleagues 
and/or students. These two issues can play out in several ways: 


e Overestimation: If a person has an invisible illness or condition, 
and appears to be abled, they may be expected to cope with 
all tasks without appropriate accommodation of needs or 
differences. 

e Underestimation: Conversely, when a person ‘outs’ themself as 
having a disabling condition, colleagues may perceive them to 
be ‘too disabled’ to cope with tasks that are well within their 
capabilities. Both of these can be exacerbated with a fluctuating 
condition, in which tasks may be too much on some occasions 
and very achievable on others. 

e Lack of flexibility: Academic timetables and systems are often 
unable to cope with fluctuations in capacity and need, and how 
specific accommodations might be required at different times, 
with little warning. 

e Disability as an exclusively ‘student’ issue: While there is 
an increasing amount of scholarship around the support of 
students, there is little on the presence or support of staff with 
disabilities or chronic illnesses. 


Some universities have disability support services for students that 
provide advice and equipment, with little similar provision available 
to staff. In this dichotomy of support there is evidence for the idea that 
endemic ableism impregnates academia, in the unspoken assumption 
that staff are not disabled and do not need such services. Indeed, the 
popular discourse suggests that disabled people are assumed to be not 
working, ‘on benefits’ or scroungers (Turner 2012), and, as experienced 
by Kirstein Rummery (see her chapter in this volume), as incapable of 
the intellectual work necessary to hold down a job in academia. 
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What this feels like: Using narrative to explore 
invisibility and fluctuations 


In order to share and illustrate what this might feel like to individual 
academics, we have chosen to include fictionalised reflective extracts 
from real-life experiences of ableism specifically due to invisible and/ 
or fluctuating conditions. One of these accounts was the basis for an 
article in the Guardian’s ‘Academics Anonymous’ series and was used to 
draw attention to and stimulate debate around invisible disability and 
cognitive dysfunction in academia. It has been included here, along 
with some of the comments, in order to demonstrate the reactions of 
academics to those who disclose or make visible their differences. The 
inclusion of these vignettes draws on fiction as research practice (Leavy 
2016) and autoethnographic methods (Ellis and Bochner 2000) and 
serves to highlight the emotional and social as well as physical aspects 
of the experience. We are explicitly using them in order to evoke the 
reality faced and lived by people who have invisible disabilities or 
chronic illness in academia. Whilst individually each instance of ableism 
described might not be considered heinous or an intentionally ableist 
action, the build-up of such microaggressions (Ahmed 2012) takes a 
toll on the individual emotionally, and in the case of those with chronic 
illness or disability, often also physically, impacting on their participa- 
tion in academic activity (Harris 2017). 


Stairs: Calculating accessibility 


I recently attended an academic event which was spread over 
four floors of a building with no lifts. My medical condition is not 
externally visible, although I often use a cane or crutches. I am 
usually physically able to go both up and down stairs, but often 
at significant cost. In this case it was acutely painful at the time, 
and the cumulative effect of the 16 flights in one day rendered me 
housebound for the following two days, with over a week for pain 
and mobility levels to return to their usual level. (I only skipped 
two of the meal/tea breaks, and by skipping all of them I could 
have reduced the sets of stairs to ‘only’ ten. If you wonder why I 
did not do this, consider how much useful networking goes on 
during the unstructured, social parts of conferences.) Throughout 
the day I observed various other attendees struggling up and 
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down, or deciding to miss out on sessions that required doing this. 
Meanwhile, nearby I overheard two of my colleagues talking about 
the ‘lovely’ building, and how they hoped we would use it again! It 
was this that actually bothered me the most, and impelled me to 
share my experience. 


I am not suggesting that the able-bodied organisers and staff did 
not care that their choice of venue was physically detrimental to 
colleagues (and excluding of others who were not able to manage 
stairs at all); I think it was just out of the realm of their own 
current physical experience, and so not a factor in their thought 
processes. It is not difficult to think of many reasons why both 
those who do and do not consider themselves disabled might 
struggle significantly with stairs - musculo-skeletal pain, a fatigue 
condition, balance issues, breathlessness or a temporary injury. 
However, accessibility is often considered purely in the either/or, 
tick-box terms of wheelchair accessibility, and here, in the absence 
of a wheelchair user speaking up, it was assumed not to be an issue. 
This is not helped by the fact that those of us affected will often put 
up with significant pain or stress before complaining and risking 
being seen as ‘difficult’ by colleagues, or annoying those who will 
make decisions on future events (and thus, indirectly, who can 
attend them) — although it is totally understandable. And those who 
are not physically present may, due to abled norms, be assumed to 
have other reasons for not attending (if they are remembered at 
all). I believe these things need to be talked about, although — and 
perhaps because — it can be uncomfortable for all concerned. 


This account demonstrates some of the internal calculations being done 
by individuals with chronic illness, disabilities or an injury. For example, 
when we look at flights of stairs we have to include: 


e Pain: How much will this hurt now? How long will the (increase 
in) pain last? How will this affect me today? How much will 
it hurt later? What will the physical cost be of climbing these 
stairs, and how will it affect the quality of what I have to do 
next? 

e Energy: How much energy do I have right now? If I can rest, 
how long will it take to recharge? If I over-exert today, will I 
have the opportunity to recuperate tomorrow? What will the 
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energetic cost be of climbing these stairs, and how will it affect 
the quantity of other things I can do today? 

e Time: Will it make me late to locate and wait for the lift (if 
there is one)? What will I miss? Will I be late and cause a 
disturbance? If I need to travel to a venue, how much longer 
will the journey take if I only use step-free stations? What will 
the time cost be of climbing (or not climbing) these stairs? 


These kinds of effects are cumulative, so it is not just important whether 
there are stairs, it is important how many there are. Similarly, even if there 
are lifts, if the distance between buildings or rooms is large (including 
the distance to the toilets, etc.), there will be similar cost-benefit analyses 
constantly running. Many people have the good fortune to go through 
life rarely running these kinds of calculations about everyday activities: 
their body is absent from these considerations; however, academics who 
are aiming to organise accessible events need to be conscious that some 
individuals do not have this luxury. 

In addition to the physical, energetic and time costs that we have 
to weigh up, there are interpersonal aspects to consider when we think 
about whether to take each set of stairs, or move to another room or 
location. Some of these internal calculations also include: What informal 
but important conversations, information or opportunities will be missed 
if I leave to take the lift while the rest of the group walks? In a culture 
where individual responsibility for our environment is heightening, what 
will people think of me if I appear to be an able-bodied person choosing 
to take the lift rather than doing the ‘right’ and ‘healthy’ thing of taking 
the stairs? Will my colleagues think that I am unfit, weak or lazy, and 
judge me for it? Do I need to disclose my invisible condition? Every time? 
If I take the stairs one day but not another, will others think that I am 
faking or exaggerating the effects of my condition? 


Cognit... | can’t remember the word... 


Difficulties with environmental aspects of the workplace are physical 
issues. However, invisible disabilities and chronic conditions do not only 
affect the physical body. They can also affect cognitive function. Examples 
of the kinds of conditions that can affect cognitive function include brain 
injury (BrainLine 2018), fibromyalgia (Shiel 2017), multiple sclerosis 
(Multiple Sclerosis Trust 2018), chemotherapy treatment (Cancer 
Research UK 2017), the menopause (Biggers and Marcin 2017) and 
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other conditions associated with ageing, such as forms of dementia. 
Difficulties in cognition may carry even more stigma within academia 
than other work environments, as it is such a cerebral profession. If we 
cannot think, are we truly academics? In another fictionalised autoeth- 
nographic reflective extract, we share a story of an individual affected by 
such issues. 


Ihave a chronic and disabling condition. It’s comparable to sudden- 
onset acquired brain injury, and it took me over a year to figure 
out what was going on. I struggled to process information, I had 
difficulty following a conversation if more than one person was 
talking, I had panic attacks — I got lost driving down a straight 
road that I had travelled many times. I didn’t know where I was. I 
couldn’t think, couldn’t retain information; it felt as though I was 
in a lonely, isolating fog. Sometimes I could see people talking, or 
hear the noises that they were making, but I didn’t follow what 
the words were. I couldn’t understand what was going on. I lost 
myself. I wasn’t this way before: I was driven, an over-achiever and 
perfectionist, known for my photographic memory and academic 
ability. My brain fog came suddenly without warning, and for 
that year was a constant, pervasive presence. For others it is more 
variable, as though you can get glimpses of sunshine and normality 
before it descends once more. 


For that year I couldn’t teach. I could hardly write. If ’m honest, 
looking back, every paper that I wrote in that time was rejected 
by multiple journals. I couldn’t be creative and clear, because my 
brain felt like it was smothered in toxic fumes. Normal everyday 
tasks took longer than they used to. Marking became a marathon of 
effort with 2,000-word essays taking over an hour to get through. I 
had bone-crushing fatigue, collapsing into bed at 6 pm. My family 
were concerned that I had depression; maybe I did, as a result of 
living in a body and in a life so far removed from the one I had 
before. I thought I would lose my job, and was terrified to disclose 
what was happening, but knew that I needed help. I was referred 
to occupational health, and they gave me a reduced workload 
while I had tests and appointments with hospital consultants. My 
manager supported me, but I felt that my team were frustrated that 
I wasn’t pulling my weight. I didn’t look any different — why did 
they have to cover my work? I focused on surviving. I was silent 
in meetings. I did not put my hand up for tasks or roles that might 
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enhance my career progression; I was looked over and dismissed 
as opportunities were handed out. I had no energy or capacity to 
stand up for myself. I just tried to survive. Things started to ease 
when my consultant began medication, and now as long as I keep 
taking the drugs every day I can function. Maybe not where I was 
before this began, but I can function. 


As I surfaced from that time, I took stock and began to notice the 
attitudes around me. They weren’t good. I was told, point blank, 
that I had to make up for the work I hadn’t done, which I now know 
goes against the Disability Discrimination Act. I had to prove myself 
again; I wasn’t taken seriously as a researcher any more. 


If you saw me now, you’d not know there was anything wrong with 
me. I truly have an invisible condition. Even if I am having a bad 
day or miss a dose of my drugs, you might presume that I was tired, 
or maybe hungover. But I know that I am not ever going to recover 
from this. I might get better treatment, I might learn new tricks to 
help accommodate my capacity, but my condition is progressive. 
I meet both the Equality Act and the Disability Act! definitions of 
someone who has a disability. I worry I am not seen as an ambitious, 
valuable scholar. I worry my disability will stop me achieving. I 
worry my desire to prove myself in this field is impacting negatively 
on my health. (Academics Anonymous 2017; Courtesy of Guardian 
News and Media Ltd) 


As academics, are we understanding enough of stories such as this? 
Cognitive dysfunction might occur, as discussed, for a variety of reasons 
and have a later life onset. In a session delivered on academic ableism 
in a higher education institution this story was shared, and one reaction 
was vocalised loudly — ‘They are just making it up to get out of work!’ 
While this opinion might seem more reminiscent of tabloid newspapers 
than educated academics, unfortunately it seems that in today’s 
neoliberal culture of overwork (Davies and Bansel 2005) we are less 
and less understanding towards others with different needs. This can be 
seen in the comments sections of anonymous blogs such as that in the 
Guardian column ‘Academics Anonymous’ (Guardian n.d.), where more 
experiences of living with illness, disability and mental health have been 
shared. The responses can be vitriolic and heart-breaking by turn. Some, 
taken from the piece from which the above extract is drawn, are quoted 
below: 
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Work as an academic probably just isn’t for you. 


Long hours are non-negotiable. Academic life is a profession, not a 
job, and you work the hours needed to get it done. Anyone who tries 
to do it 9-5 will find it very hard to progress and will thoroughly 
piss off their colleagues. 


A lecturer at my university once told me to my face I had no business 
being there because I was partially sighted. I wish I'd reported him. 
He tried to ruin my future because he simply didn’t like disabled 
people, I would have dearly loved to hang him out to dry because 
that’s what he tried to do to me. 


I would strongly advise minimising the effects of any disability to 
both staff and managers and, if need be, not being honest about 
the reasons for any effects a long-term condition or disability might 
have on working life. (Academics Anonymous 2017. Courtesy of 
Guardian News and Media Ltd) 


These comments were made by academics or those interested in the world 
of academia, and they strongly suggest that if an individual is struggling 
with their cognitive functions, they have no place in the academic world. 
There was little compassion, little empathy for the nature of the injury — 
described as similar to sudden-onset brain injury. We may assume that 
had the narrative suggested a different cause — such as a chronic illness, 
cancer treatment or menopause - the responses would be little different. 
Indeed, the many anonymous blogs concerned with aspects of mental 
health, disability, invisible disability and ableism in this series and others 
suggest that this account and the reactions to it are typical. If this is the 
academic society that we live in, do we want to? Our options are to leave, 
or to change the environment and culture in which we work. 


Dys-appearing bodies: Discussion and conclusion 


Academia is often accused of not being diverse (Stewart and Valian 
2018) or representative enough (Sian 2019). Meanwhile, we know that 
across the sector fewer people are disclosing disability or chronic illness 
than within the general working population (according to data from the 
Higher Education Statistics Agency). We cannot know whether this is 
due to academics choosing not to disclose (Brown et al. 2018) or because 
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they are driven out of the profession or discriminated against when 
attempting to enter it. We do know that even where they have disclosed, 
they are under-represented in leadership and senior positions, and over- 
represented in junior, part-time and precarious temporary positions. 

If we are abled, then paying attention to our body and noticing the 
sensations and information that come from it is a choice. If we have a 
chronic condition or disability, that choice may not be open to us. Instead, 
pain or inability forces our bodies into the forefront of our experience 
(Leder 1990). Chronic pain is tiring (AbleTo 2018). Dealing with 
disability is tiring (Mackelden 2019). Academia, particularly within its 
current managerialised and metric-driven context, is tiring (Gill 2009). 
Academics living with chronic illness or a disability are being forced to 
confront their dys-appearing body at every turn, within an environment 
and culture that is not welcoming to difference or diversity. Their brains 
have to constantly run pain/energy/activity calculations alongside the 
work they are actually doing, so part of their cognitive ability is taken 
up with this even while they teach, read, research and write. If they are 
to attend an event, lecture or conference, they need to spend additional 
time organising, checking and re-checking accessibility arrangements 
for the travel, for the event itself, for meals. These academics have to 
weigh up the risks of choosing to explain and educate others on their 
conditions or not. This additional labour is not part of the academic load 
for everyone, but it is for disabled academics, and particularly those with 
an invisible and/or fluctuating condition. 

In this chapter we have argued that working in academia has 
a hidden cost for persons who have an invisible disability or chronic 
condition. This might be emotionally draining, entailing dealing with 
ableism and microaggressions on a daily basis. It might be physically 
draining, with the demands placed on a hurting or fatigued body such 
as navigating across campus or up stairs, and the cognitive demands 
described above. It might be a cost to work-life balance — as the time 
taken to organise accessibility and to do ordinary tasks such as marking 
or writing take substantially longer than for others. These costs can have 
implications for the individuals involved, and also for the institutions 
that employ them and the sector more widely. If, in our commitment to 
the Equality Act (and any future legislation against disability discrim- 
ination), we want to do more than pay lip service to the law, we need to 
start valuing different perspectives. We need to bring to the foreground 
that those who dismiss initiatives aimed at redressing the balance as 
‘PC nonsense’ (or similar disparaging terms) are contributing to the 
systematic exclusion of potential fellow contributors to knowledge. We 
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need to recognise that being inclusive is also about being empathetic, 
compassionate humans who have consideration for others. If we want 
to promote opportunity for our students and staff and celebrate the 
diversity we find in our campuses and workplaces, some small changes 
could help create a more inclusive academic environment. 

If we take as a starting assumption the fact that there will be 
diversity in any group, that there will be individuals with many different 
needs that may not be obvious to others and that might change over 
time or circumstances, we can build in accessibility. This is encompassed 
for students in the idea of universal design for learning (Bracken and 
Novak 2019), and could be extended to a universal design for research, 
teaching and learning, so also accommodating staff. In turn, this would 
allow students to encounter and learn from diverse role models, which is 
an important part of encouraging diversity and equality (Diversity Role 
Models 2020) — and that diversity must include disability, visible and 
invisible. Simple aspects of this include looking at institutional branding 
and print materials and considering accessibility (Featherstone 2015), as 
well as considering accessibility in all events hosted by an institution as a 
matter of practice, with guidelines for organisers to follow (see Brown et 
al. 2018 for suggestions), and having a clear policy on equality, diversity 
and inclusion matters, backed up by a high-level strategy. 

On a more individual and cultural basis, if we as academics see 
that one of our number is not participating in an activity (e.g. shifting 
chairs, volunteering to take minutes) and it is not obvious why not, we 
should assume they have a good reason. It should not be necessary to 
provide a verbal sick note or to explain every decision. Similarly, while 
it is appreciated when colleagues do remember impairments or support 
needs, it is also important not to assume that because an individual has 
been observed doing something in the past, they necessarily can today. 
Even more importantly, we should not assume the converse — that 
because someone could not do something on a previous occasion, it is 
and will always be impossible. We should trust that individuals (staff or 
students) know best how to ‘do academia’ in the ways that work best for 
them — however different those are from the ways of their colleagues. We 
should not assume that others work or study in the ways that we do, and 
need to trust their judgement and knowledge of their own body, mind 
and condition. 

Ableism is discrimination in favour of able-bodied people, people 
who are not ill, who do not have a disability, who are neurotypical. 
Ableism is the discrimination and social prejudice against people who 
fall outside those normal boundaries. Ableism characterises such people 
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as defined by their disabilities and sees them as inferior; unfortunately, 
it is endemic within the culture and fabric of academia. It is up to all 
of us to challenge this, to acknowledge our human complexities and 
fluctuations, including the invisible parts of the iceberg of experience, 
to celebrate the vivid diversity already present in the academy, while 
striving for more, and to help make change. 


Notes 


1 The Equality Act 2010 was put in place to protect people from discrimination in the workplace 
and in wider society. It replaced multiple previous anti-discrimination laws (including the 
Disability Discrimination Act 1995) with a single Act. ‘Disability’ is currently defined as ‘a 
physical or mental impairment that has a “substantial” and “long-term” negative effect on 
your ability to do normal daily activities’ (Government Equalities Office 2011). 
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9 
Imposter 


Jennifer A. Rode 


In Imposter’, Rode provides a powerful stream of consciousness from the 
point of view of someone whose different body and mind influence her 
academic work. Her poetic enquiry discusses how disability challenges 
productivity and produces self-doubt. Imposter’ acknowledges the inherent 
ableism of the academies conception of merit and yet remains defiant to 
contribute scholarship. 


There is a book inside me 
Itis not written 

Instead I sleep 

The pages are cloaked in fog 


I know the argument I will write 
The literature I will cover 

I know my contribution 

But, don’t we all say that? 


Am I too afraid or too ill to write? 
Is the fog too thick to see? 

Or is it an excuse? 

Or perhaps I am too addled. 


Is the clarity in my mind a dream? 
Is the disability an excuse? 

Is my prose lacking? 

Because I am. 
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Are the pages empty, because I am a coward? 
Are the manuscripts returned, 
Because it is my prose that’s thick 


And not the fog? 

Am I deluded, 

Thinking I can write? 

Is ableism an excuse I use? 


My resumé has gaps 
But I write 


My resumé has gaps 
And I have migraines 
Days I can’t move my hand 


My resumé has gaps 

Days I can’t see enough to read become weeks 
And I spend time in the hospital 

Or in too much pain to focus 


My resumé has gaps 
While I remain at home alone 
Struggling to regain enough balance to walk 
Silent on social media lest I am negative 
Invisible 


But you see the gaps. 
Low Productivity. 
Decreasing H-index. 
Grant money drying up. 


Academia is greyhound dog racing 
Fastest around the track 

Youth and speed 

Promote the best 

Hotdogs from the worst 
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Broken 

I limp around the track 
And still I write 
Between the gaps 


And I peer through doors where I can not go 
And I crawl up stairs to teach 
And I get stranded in airports waiting 


Blood and sweat and tears 

As I suffer what they cannot see 

As I suffer what they do not understand 

As I suffer their prejudices and assumptions 
As I suffer so many indignities 

My disability is so inconvenient 

And the lines of hotdog casings feel so clean 


And still I write. 
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Internalised ableism: Of the political 
and the personal 


Jennifer Leigh and Nicole Brown 


In the popular imagination academia is perceived as a privileged working 
environment, with high-status occupations, long holidays, and little 
pressure and accountability. Yet this is not how academics describe the 
work they do and the environment they work in. Academics are bound by 
personal values and social norms, which they internalise through their 
moral commitment to the academy (Scott 1971). Therefore academic 
identity, working in academia and the specific characteristics and 
personality traits of academics can be seen as manifestations of inter- 
nalisation processes (Parsons 1970/1964). The role of work in relation 
to identity is well documented (Wrzesniewski and Dutton 2001; Witt et 
al. 2002; Kirpal 2004a; 2004b; Walsh and Gordon 2008; Haslam et al. 
2000). Work is not merely a means to be productive, it also influences 
and moulds us, so that we find our selves in and through work (Gini 
1998). Within the context of higher education, work identity and the 
interrelationship between work and identity are commonly explored 
in the context of professional identity (Trede et al. 2012) or in terms 
of belonging to a community (Smith et al. 2010; Billett and Somerville 
2004). Becoming or being academic in contemporary higher education 
is an active process of reconciling, or indeed refusing to reconcile, 
autonomy, authenticity and values with the success criteria audit of the 
neoliberal university (Archer 2008a; 2008b; Henkel 2005). 


The personal, private 


Our argument in this chapter is that the political and personal intersect 
in a mutually interconnected relationship so that the political impacts the 
personal, that the public influences the private and vice versa, and that 
these tensions are played out within the body. Therefore, taking a stand 
as a disabled or chronically ill academic is a political as well as a personal 
act and can have physical consequences. Exploring lived experiences as a 
basis for understanding the social has a long tradition (Van Manen 1990; 
Ellis and Flaherty 1992). Personal stories and narratives, autobiog- 
raphies and autoethnographies are perhaps less commonly accepted as 
a ‘scientific’ method and sometimes dismissed as too narcissistic or self- 
centred (Holt 2003; Salzman 2002; Sparkes 2002). And yet, if employed 
systematically and rigorously, the personal narratives (auto) within 
autoethnographies are merely a starting point for the analytical research 
(graphy) on culture (ethno) (Ellis and Bochner 2000). In other words, 
the emphasis on the self is not a narcissistic or self-indulgent fixation: 
it is a lens through which the social is explored in order to provide 
better understanding of cultural phenomena. The personal stories are 
therefore necessary in order to provide the context for socio-cultural 
interpretations. With this in mind, the following section offers confes- 
sional-emotive writing (Chang 2016, 145ff.), which will allow us to 
contextualise the concerns of being ill in the current climate of neoliberal 
academia. These extracts draw from a reflective journal of an academic 
written in the years after becoming chronically ill. 


Coming to terms, 2015 


So I’m feeling very emotional. The ramifications and consequences 
of being ill seem to be looming larger than ever. 


It feels like Iam having to prove myself three times over to make up 
for being ill. As though I am being punished for being ill. As though 


living it is not enough. 


What’s the line between bullying/discrimination? Being treated 
differently? Made to feel as though I wanted to be ill? 
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They call it ‘brain fog’ — for me it was a complete inability to process. 
I could hear but not understand what people were saying. I was 
disorientated, confused. This made me anxious. 


It was only when I began to feel better — when I started on the 
correct medication — that I realised that not only was my brain 
fogged, but my body also. 


My research is about embodiment, about being in the body, and 
not only could I not think, but I could not feel into my own body. 
Moving was painful. Exhausting. Where once it had been a source 
of energy. 


The invisible illness/disability aspect of this is so pertinent too. Am 
I protected? Who protects me? I am fighting to do my job to live my 
life and every thought is a struggle. But other people can’t see it. I 
don’t feel like ‘me’. 


But they don’t know who ‘me’ is. They assume/think I don’t know 
what. I’m slacking? I want to be like this? It’s an excuse? That I’m 
trying to get out of teaching to do research? 

I was told to concentrate on what I could do — research, writing. I 
could do this — slowly. But not creatively. No original thoughts. Yet 
when I did this it was seen as an easy option? 

I remember applying for conferences — but it was vetoed because 
it would upset the team if I went to a conference when I wasn’t 
teaching. 


Complete lack of understanding. 


Thing is, it’s only now, when I am feeling so much more like myself, 
that I can conceptualise it and write, more, express what it was. 


But I’m not in it any more. 
That said, I’m not yet out of it either. 


Am I disabled? 
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I have a disabling condition. 
Where does that sit with a marginalised status? 
Or not? 


It is hard to have a voice if my mind is not processing my body isn’t 
working. 


I need to move tomorrow to prepare. 
To protect. 


Am I subject to more scrutiny than my peers? It feels that way. 


New normal, 2016 


I used to feel an expert in my own body and my ability to read 
others. Now I don’t. This brain/body fog that inhabits and pains me 
obscures my sense of myself and my confidence is shaken when it 
comes to anyone else. I don’t inhabit or represent what I believe 
and I feel I ‘should’. How can I help anyone else or educate them 
when they only have to look at me to see how I am lacking? 


This inability/unwillingness to accept how I am as a new normal 
does seem to be driven by the need to produce, to drive around, 
when in fact in my body I am crying out to do nothing but rest 
and breathe and heal. I need to heal so much. Then I resent this 
academy that keeps pushing me to injure myself. I feel broken but I 
don’t know if they can see or if they care. 


Broken academy, 2017 


I want to acknowledge the structural issues such as overwork or 
casualisation that are endemic in the academy. Recently I found 
myself delivering a session to postgraduate research students at my 
university on ‘balancing research, teaching and life’. I was struck 
by the irony of this, as my co-facilitator and I had been exchanging 
emails about the session at 11 pm and 5 am in the previous days, 
and I arrived for the session itself hot and out of breath, having run 
from nursery drop-off to meeting after meeting to get there. How 
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can we preach the need for wellbeing when we model anything 
but? When we are driven to do anything but? Is this an environment 
I would want my daughter to be in? I’d want her to have her eyes 
wide open. Why do I think of it as a win when a PhD student tells 
me that they are looking for a career outside academia? 


Being perfect, 2019 


Today I taught for 5 hours. I was in a room full of people who 
needed and expected me to show them how to teach, while 
also expecting the day to be a waste of time, and not wanting to 
be there. I sometimes feel like I am a performing monkey. I have 
to be upbeat, I have to have energy, I have to be engaged, I have 
to be good. I have to be the teacher they dream of being. I have to 
deliver the right message. Teaching is fun. Teaching is worthwhile. 
Last week I was teaching a different full-day course and I was so 
aware of the cost it had on me. I hadn’t been practising, I didn’t feel 
strong in my body and I was hyper-aware of how hard it was even 
to stand. My pores were tired, I wasn’t able to hold the energy in 
the room without leaning or sitting, and yet the room layout was 
such that I couldn’t sit and be seen by everyone. When I would 
normally perch on a table the table tipped up. I wasn’t on my own. 
I don’t think anyone else ‘noticed’ and the feedback we had was 
good. But I knew that to get through this week and next, teaching 
for five hours at a stretch day after day, I needed to be more in my 
body. This means that for the last four days I have got up at 6 am 
to practise, to be more in my body, to feel whether today I am stiff 
(always) or off balance, or where I need to be gentle with myself. 
And yet I end today with iron behind my eyes clamping them down 
because I know that I can’t rest and recover and recuperate ready 
for tomorrow, instead I have to sit and write and think and be 
creative because this manuscript is due in. I cannot take the time I 
need and it is costing me. My teeth hurt, I am so tired. I don’t have 
it in me to put in the hours in the evening, at the weekend, that I 
need to do to get it all done. Others would. Others do. But I can’t. I 
am only one day into this teaching load. The pressure is relentless. 
And still, in the classes, I am continually putting in more content, 
asking my students, my would-be teachers, to consider the needs of 
their students, to consider their own needs as teachers, to be aware 
of the pressures of overwork and hyper-productivity. I asked them 
to think about what it means to be a good teacher, while modelling 
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being one, engaging with them, conducting the class, as one said, 
as an adaptive stand-up comedian. She didn’t mean that I had a 
comedy routine, but that I had to adapt and change what I did to 
fit the needs of the room. Which is what a good teacher does. But 
a good teacher doesn’t flake out or fade out when her students are 
talking. I did. A good teacher isn’t counting the minutes until the 
class ends so she can get on with something else, something that 
counts more. I did. And should a good teacher be a role model? I 
think so. But I did not tell them my story even after a conversation 
around disclosing aspects of your identity as a teacher and acting 
as a role model. At the end of the day we talked about the things 
every teacher should know. I said ‘don’t be a dick’. It covers a lot. 
And they said ‘a shitty session doesn’t mean you're a shitty teacher’. 
I feel shitty right now, what does that count for? 


Seen from the outside, 2019 


Good job on handling the late student and demonstrating 
professionalism. 


I expected to fall asleep in 5 minutes but it was very interesting. 


Really well-led talk, managed to keep attention for a long period 
of time. 


Iloved the fact that you refer to what you did earlier in the workshop 
as an example of group management. 


I really enjoyed this ... Pace of the lesson was great and was an 
excellent example of the kind of teaching ld like to do. 


Neoliberal academia as a workplace 


Within the context of the neoliberal academy, overwork and being a high 
achiever are valued. Academics are high achievers and have matching 
expectations of themselves. Such ways of working are not inclusive to 
those of us who are unable or unwilling to work at this level or pace. 
Female academics particularly seem to make sacrifices for their work, 
and fatigue, burnout and ill health seem common (Currie et al. 2000; 
Gore 1999; Kolodny 1998). Through having high expectations, it is 
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possible for academics to strive for more knowledge, produce better 
research articles and contribute to the academic community, and thus to 
feel validated in their identity and their work. However, the line between 
having high expectations or setting high standards and being a perfec- 
tionist is thin. 

Models of perfectionism are diverse. Following the traditions 
of Freud, for example, researchers see perfectionism as a uniform and 
unitary concept so that a person is or is not a perfectionist. A second 
school of thought revolves around Hamachek’s (1978) understanding 
of perfectionism as multidimensional and multifarious. The discrepancy 
here lies within the disciplinary views of perfectionism as clinical and 
a stable trait versus seeing it as fluid and changeable. By interpreting 
perfectionism as multifarious and multidimensional, Hamachek made it 
possible to hone in on particular elements, such as frequency of perfec- 
tionist thoughts or domain specificism (i.e. people may be perfection- 
ists in one area of their lives and not in others: Matte and Lafontaine 
2012). This allows for deeper engagement with specific elements and 
components of perfectionism, which in turn helps forge and understand 
definitions of the concept. Generally, perfectionism is understood as 
setting and pursuing unsuitably high and unreasonable standards along 
with a disproportionate focus on achieving these unfeasible standards 
and self-evaluation that is overcritical (Frost et al. 1990). This definition 
forms the basis of the current biopsychosocial understanding of perfec- 
tionism, which combines perfectionist strivings with perfectionist 
concerns and other-oriented perfectionism: 


PS [perfectionist strivings] refers to the propensity to set 
excessively high personal standards that are often unrealistic in 
nature and to demand nothing less than perfection from the self. 
[...] PC [perfectionist concerns] includes extraordinarily critical 
appraisals of one’s own behaviour, chronic harsh self-scrutiny, 
excessive preoccupations with others’ evaluations, expectations 
and criticism, and an inability to gain satisfaction even when one is 
successful in an endeavor. [...] OOP [other-oriented perfectionism] 
measures the extent to which individuals rigidly demand perfection 
from others in an exacting and entitled way and are being highly 
critical of others. (Sirois and Molnar 2016, 8-9) 


Within academia, conversations relating to imposter syndrome, overwork 


and workaholism (Fassel 2000) emphasise an unhealthy openness 
towards having high expectations, being pedantic and potentially 
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having low self-esteem because the high standards set are not met. In 
this context, perfectionism and perfectionist traits might be the prime 
determinant for being successful in academia, and they are generally 
seen as a positive characteristic. Existing research into perfectionism in 
connection with health and wellbeing highlights that such perfection- 
ist traits play a significant role in psychological disorders (e.g. Flett and 
Hewitt 2002; Frost and DiBartolo 2002) and thus impact wellbeing (e.g. 
Bieling et al. 2004; Stoeber and Otto 2006). 


The body in academia 


There is little space for the body within neoliberal academia. While 
interest in embodiment within higher education is growing (see for 
example Leigh 2019a), the push towards managerialism and productiv- 
ity means that working environments in universities have been described 
as being devoid of emotional and physical presence (Bloch 2012). 
The cerebral rather than the physical, emotional or sensory aspects of 
learning, teaching and research are often privileged. Emotion work 
is becoming more visible (see for example Brown and Collins 2018). 
However, traditional teaching spaces and practices are the norm in most 
higher education institutions due to constraints on resources and space. 
One of the consequences of this is the perceived impact on the wellbeing 
of those within universities — both staff and students are reporting more 
instances of mental health problems and disability (Gill 2010). This often 
results in an institutional emphasis on wellbeing. Wellbeing in academia 
is asomewhat slippery concept. It is often measured quantitatively, with 
the imperative to be ‘well’ or ‘happy’ (Ahmed 2010) seen as an outcome. 

In a chapter considering the impact of embodied practices on 
academics’ own sense of wellbeing, Jennifer Leigh considered that a 
personal sense of wellbeing is not the same as an institutional definition 
of wellbeing, which is more likely to equate to productivity: 


In the neoliberal drive to control employees, create productive 
labourers and ideal consumers, wellbeing has become another 
measurable commodity and tool of governance. Dominant 
discourses of wellbeing (institutional, governmental, health) 
articulate neoliberal individualism and responsibilisation for 
wellbeing. In other words they say that wellbeing is an individual 
responsibility, putting the emphasis on individual decisions, 
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behavior, and choices and do not take into account structural 
determinants like wealth or class. 


Research has shown that embodied practices can act as a counter- 
balance to the dominant Cartesian mind/body disconnect, which 
views the body as a machine or tool in which to carry the intellect 
or mind around. Embodied practices could also raise the ‘set-point’ 
of wellbeing for an individual (Dodge et al. 2012), so that they have 
a better balance between their psychological, social and physical 
resources and the challenges that they face. As a consequence 
some embodied practices, or techniques derived from embodied 
practices (such as mindfulness) have been co-opted by employers 
and universities to form part of ‘wellbeing’ programmes designed 
to reduce the structural problems in the sector with overwork, 
stress and burnout to individual responsibilities around developing 
resilience and the ability to ‘manage time’ (Gill and Donaghue 
2015). These co-opted techniques often ‘focus on various forms 
of self-management’ (ibid., 97) and do not incorporate the 
aforementioned philosophies of self-acceptance that characterise 
embodied practices. Instead, they appear to be utilised in relating 
wellbeing to the imperative to be a ‘good’ productive neoliberal 
worker. (Leigh 2019b, 225-6) 


In this context, Leigh was using the term ‘embodied practice’ to describe 
any activity where the intention was to increase conscious self-awareness 
of the thoughts, emotions, visual images, sensations and proprioceptions 
of the mind and body (Leigh and Bailey 2013). Such practices include 
yoga, martial arts and dance, and could be more internal, such as 
meditation. In the study, Leigh found that the academics all equated 
their own practice with an increased sense of wellbeing, regardless of 
whether they had a chronic illness or disability or not. It is generally 
accepted that an active lifestyle helps to establish positive health habits 
and contributes to wellbeing, so this is not unexpected; however, 
many of the academics interviewed had chronic illnesses, injuries or 
disabilities. Embodied practices are inclusive in that when the intention 
is on increasing conscious self-awareness, there is no requirement for 
physicality. This is important, and differentiates them from physical 
activities. The distinction is not clear cut, of course, as some embodied 
practices are also physical, and some physical practices that might be 
embodied for some people are not for others. One example here could 
be running — which can be practised meditatively with an intention to 
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increase self-awareness, or as an opportunity to disengage and listen to 
loud music. Wellbeing is not just the absence of illness, but an active and 
ongoing pursuit of something (Blei 2017). Some individuals living with 
disability or chronic illness may not experience the absence of illness or 
pain, but that does not mean that they have no wellbeing (Hedva 2016). 


The politics of being ill in academia 


The role of society and cultural environment within the context of and 
understanding of illness and illness narratives is well documented (e.g. 
Kleinman 1982; 1986; 1992; 1995; Good 1992; Ware 1992; 1998; 1999) 
in medical anthropological and sociological discourses, and increasingly 
within the medical realm (Hadler and Greenhalgh 2005). Within these 
conceptualisations, illness is seen as constructed at three different levels, 
as it is embedded with cultural meaning, but also defined at an experi- 
ential level and shaped by medical discourse (Conrad and Barker 2010). 
Illness symptoms that individuals experience are felt as sensations, but 
also experienced at an emotional, embodied level as learnt responses to 
conventions (Trigg 1970). In this sense, illness symptoms are physical 
manifestations of societal ills and cultural influences (Kleinman 1986) 
or a lived experience placed within a society or culture (Ware 1998). 
Through the expressive body’s (Williams and Bendelow 1998) manifes- 
tation of pain, individuals’ experiences are validated and become ‘real’. 
The physical pain can be explained more easily to oneself and to others, 
and as such represents a protective mechanism that allows individuals to 
avoid dealing with the underlying emotional issues. In effect, the bodily 
expression of pain is in lieu of the individual’s verbalisation of pain 
(Guignard 2013). How individuals report and respond to pain is shaped 
by cultural and societal conventions (Kotarba 1983). Indeed, the entire 
illness experience is a social experience that impacts and is impacted 
by individuals and their relationships to others (Kleinman 1995). Any 
illness experience therefore needs to be seen in the context of the social. 
In the personal narrative quoted above, we can see the journey taken 
as individual pain (and loneliness and frustration) is pitted against 
the reactions perceived by those around the writer. This illustrates the 
struggle and turmoil felt when living with chronic illness and pain, and 
how, within the context of academia — a cerebral (Leigh 2019b) and 
unforgiving (Bloch 2012) environment — internalised ideals of what is 
expected exacerbate the intensity of the emotions experienced. We can 
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see the tension between perfectionism and the reality of stress, pressure 
and overwork played out in the body and the emotions. 

As we have seen earlier in this chapter, academics have integrated 
the external values of the neoliberal academy to such an extent that 
they represent a new behaviour and new personal values. In a society 
that prides itself on the final outcomes and end products of labour rather 
than the process or labour itself, work has become necessary to find 
one’s identity. As a consequence, individuals identify themselves and are 
identified by the work they do (Gini 1998), and when unable to complete 
this work to the perfectionist standards they set themselves, they are 
set up into a spiral of rumination that in turn causes both physical and 
psychological ill health (Joireman et al. 2002). In academia, work iden- 
tification is so strongly linked to personal identity that individuals will 
continue to ‘live up to values, even when they are not being monitored’ 
(Tyler 1999, 19) because they are forfeiting their personal rewards for the 
benefit of the organisation and the collective (Van Knippenberg 2000), 
which in turn reduces the need for managerial interventions (Haslam et 
al. 2000). It is at this level that individuals will perform activities without 
external controls and without seeking to impress others (Kelman 1958). 
Academics’ moral commitment to the academy leads to their internalisa- 
tion of academia’s values of performance and productivity. 

But at what point does this become political? The autoethnographic 
extracts emphasise the tension between the public and private self — the 
sharp contrast between the internalised ‘feeling shitty’ and the external 
view of the ideal teacher, the personal journey and need for acceptance 
and healing and the anxiety of how one is perceived and the realities of 
facing bullying. These demonstrate how neoliberal values are continually 
reinforced through academics’ fear of isolation or pronounced change in 
status (Scott 1971). In the extract ‘Broken Academy, 2017’, rather than 
modelling a work-life balance to these aspiring academics, we were 
instead embodying the overwork, stress and fatigue that appear to be 
endemic, along with the expectation that academic work does not stop 
when the office day ends (Acker and Armenti 2004). As teachers, we 
modelled these traits to our students, embodying them in our behaviours 
and our flesh even as our mouths repeat rote-learned speech regarding 
balance and wellbeing. We were giving in to the idea of performativ- 
ity within academia (Pereira 2016). Whilst feeling the constraints and 
pressures of the measured university and overwork (Acker and Armenti 
2004; Gill 2010; Pereira 2016), some also felt the impact of ill health 
and injury as disrupting forces. It seemed that there are both elements 
of justification and rationalisation as academics tried to make sense 
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of the sometimes opposing demands of their practice and work while 
remaining open to the benefits and ideals of both. This view of being 
comparatively less productive or unproductive is ingrained in academics’ 
psyche. On the one hand, the comparisons help individuals identify areas 
for improvement and further development in order to compete against 
others within the academic environment of precarious contracts and to 
succeed in their scholarly work of developing original contributions to 
knowledge. On the other hand, for people with high expectations and 
perfectionist tendencies such comparisons lead to feelings of inadequacy 
or falling short and, ultimately, feelings of failure (Lovin 2018). 

The increase in status academics may potentially experience 
when they are productive and successfully contribute to the knowledge 
society is offset against the cost of experiencing personal failure instead 
of achieving higher status, thereby further reinforcing unreasonable 
standards (Scott 1971). Being ill compounds matters further. In order to 
manage bodily symptoms most effectively, chronically ill, disabled and 
neurodiverse academics embrace the flexibility part-time work offers. 
However, the flexibility that is so hailed results in academics being able 
to engage fully, which in turn precludes specific positions or roles and 
thus leads to feeling and being excluded from certain career prospects. 


Disability as a personal and political act in academia 


In a previous article (Brown and Leigh 2018) we wrote that ticking the 
‘Tam disabled’ box is a statement and commitment. We could also have 
asked whether declaring a disability is always a political act. By under- 
writing a disability, the academic has to be confident and comfortable 
with identifying as a disabled person. This might change from moment 
to moment, as can be seen in the extract above headed ‘Being perfect, 
2019”. Illness and disability trajectories are often experienced as journeys 
of acceptance, particularly if these illnesses or disabilities occur later in 
life or appear suddenly. We can begin to see how declaring a disability 
can become a political act and what it might take for us to come to that 
point. Whether we are acting as teachers, leaders or researchers, it is not 
uncommon for academics to draw attention to unfairness and inequity. 
It is part of our role within society to educate and to share knowledge, 
and to be aware of the situations of those around us, to amplify voices 
that cannot be heard. Just as it is necessary for women to be visible in 
STEM, and for people of colour to be visible at all levels in academia, 
it is necessary for those with disabilities to be visible. By declaring a 
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disability, we can act as role models for our students, showing them that 
education and research are possibilities for them, that they have a place 
within higher education. We can participate in networks, councils and 
committees, speaking up about inclusion and accessibility issues so that 
these are less of an afterthought and instead are built into every aspect 
of university life. We can live the mantra ‘nothing about us without us’ by 
ensuring that academics with chronic illnesses and disabilities are present 
and visible and participate in all aspects of academic work and life. 

And yet the structural inequalities built into academia are vast. 
Within a culture of overwork, it is hard for an able-bodied, well, neuro- 
typical academic to thrive and feel supported, as goalposts for success 
are constantly moving (Shipley 2018). What then for a chronically ill, 
disabled or neurodiverse academic? Ableism, both external and inter- 
nalised, means that admitting a chronic illness or disability may be 
equivalent to confessing to a failing, to laying oneself open to prejudice, 
ignorance and discrimination, as experienced in the first autoethno- 
graphic extract. If we out ourselves to act as a role model and shed light 
on an invisible condition, we are also becoming visible by raising our 
heads above the parapet and potentially becoming a target. While an 
individual journey towards acceptance of their condition can be a long 
one, the moral sense of unfairness can be felt before or as soon as one 
falls out of the category of ‘abled’ or ‘well’. What do we do when we feel 
a moral imperative to stand up and act as a role model, and yet are not 
ready to do so on a personal level? There is a cost to choosing to make a 
declaration. If we declare ourselves, and our conditions, this can affect 
the way others see us. In the context of fluctuating invisible conditions 
(see chapter 8 in this volume), there may be a variation in how each 
aspect of disability or illness is experienced, which can in turn lead to 
internalised judgements — as seen above, under ‘Coming to terms, 2015’ 
— of whether one is ‘disabled enough’ to claim that status. It is possible 
to experience a feeling of having to justify yourself, to declare your 
own condition or disability, to explain your presence or interest in such 
activist work. We should not have to declare or explain ourselves, and 
yet the real or imagined whispers — ‘why is she here? What’s wrong with 
her? She doesn’t look disabled...’ — can colour our authority as activists. 
Being ‘out’ might often mean engaging in emotional labour (Gaeta 2019; 
Hochschild 1983) in that you are expected or asked to act in a capacity 
that supports or advises others, purely because of your own experience. 
Often this type of work is unpaid or under-paid. You are expected to be 
a point of disclosure for others. Without adequate training and support 
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yourself, this work can be tiring and draining, and could have conse- 
quences for your own condition. 

In addition, there are the perceived and potentially real judgements 
from the outside when you claim a disabled status. If your condition is 
not visible, is there an expectation that you explain, educate and share 
personal medical information in order to justify your claim? There is 
emotional labour (Hochschild 1983) associated with every aspect of 
this, even contemplating it. 

Political engagement and activism are a way of life for many people. 
Social media such as Facebook have increased political engagement for 
some (Conroy et al. 2012), and higher education is seen as one of the 
most important ways to raise political engagement within the population 
(Hillygus 2005). Political engagement can take many forms, and 
activism is one of those. For many academics, particularly those working 
in the social sciences, engagement in research and teaching provides 
the basis for understanding lived experiences and exploring how to 
ameliorate situations for individuals or society as a whole. Academic 
work in this sense can be understood as a form of activism (Chomsky 
1969), an action that goes beyond conventional politics, typically being 
more energetic, passionate, innovative and committed. Political activism 
may be seen as incompatible with the rationality of research and 
scholarly engagement (Martin 2009), and yet academics see their work 
as a stepping stone towards understanding and improving the social 
world they study. Kirstein Rummery describes her journey of navigating 
political engagement and activism from a feminist, disabilities studies 
perspective (see chapter 11 in this volume). However, the intersection 
of the political and the personal is not one-directional. Given an emotive 
topic such as ableism, where there is a moral imperative to do ‘the right 
thing’ as well as comply with legislation and legal duties to work and 
behave in a manner that does not discriminate against those who have 
‘protective characteristics’, political activity and compulsions impinge on 
personal, lived experience. 

It is one thing to be an activist, to take a stand and to ‘get political’ 
about ableism or any other topic. Many would agree that ensuring that 
there is an inclusive policy to protect staff or students, and working 
actively to improve conditions, is a ‘good’ thing. However, there are 
potentially personal consequences for us if we start to identify as 
disabled in our place of work, in our writing, teaching or research. 
Choosing to disclose, or to become an activist, can have implications for 
the individual, thrusting them into a position of visibility as contrast with 
the invisibility of many such conditions. Taking a stand, being open and 
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activist in endeavours, means balancing being a ‘killjoy’ (Ahmed 2017) 
and challenging injustice with fitting in, going and getting along in order 
to have and make a career (Murray 2018). If we choose not to disclose, 
to act up as a role model, then instead we are ‘passing’ — a path not 
always open to women, people of colour or those with a physical, visible 
disability (Tatum 2014). Choosing to pass, if we can, is an individual, 
personal choice. As we have argued here, that choice may in turn be 
affected by our desire to be political. 
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From the personal to the political: 
Ableism, activism and academia 


Kirstein Rummery 


Content warning: mentions rape and sexual assault 


Both feminist and disability studies scholars have written about the 
need for the academy and activism to work closely together, to produce 
theoretical and empirical understandings and to challenge social barriers 
facing women and disabled people (Pétursdóttir 2017; Stone and 
Priestley 1996). As feminist and disability researchers we consciously 
aim to be activist scholars to a greater or lesser extent. This informs our 
research and teaching practice, our empirical approaches, our epistemol- 
ogies, our choice of topics to research and teach and our methodolog- 
ical approaches. Many of us seek to engage with the wider non-academic 
world, to ensure our work has policy and practice relevance and impact. 

However, it is a very different thing to step outside the relatively 
protected and rarefied world of the academy and attempt to engage 
with the world of political activism. There have been very few studies 
that incorporate political activism and look at the ‘velvet triangle’ (Holli 
2008) between the academy, activism and political participation. This 
chapter is a reflection on the findings of a participant ethnographic 
study of the 2017 general election in the UK. I ran for Parliament as a 
disabled and feminist activist while maintaining my role as an academic. 
I encountered both resistance and support from all three sectors, and 
in this chapter, I explore the empirical challenges faced by academic 
activists working in more than one sector. I draw on both feminist and 
disability studies theory to explain the findings, and examine policies 
and practices that could help support more effective activist engagement 


and partnership working across the academic/activist divide. Drawing 
on the evidence from political science and social policy, I argue for 
significant changes in working practices to support women and disabled 
people in political engagement. Finally, I reflect on what this means for 
feminist and disability activism within the academy. 


Reflections on my position 


Intellectually, my feminism came from my experience as an undergradu- 
ate. I was raped by an ex-boyfriend, and I was studying law at the time. 
I was very aware of the theoretical and legal barriers facing women 
who experience rape, and I very quickly became aware of the real-life 
practical issues as well. When I made a complaint to my university, I was 
told that the perpetrator had ‘suffered enough’ by being questioned and 
there was no point taking more formal action against him. When I tried 
to report it to the police, I was told in no uncertain terms that because 
I had been drinking at the time of the attack, he was my ex and I had 
willingly opened the door of my dorm to him, there was absolutely no 
case to be made. The fact that it was violent and non-consensual, even 
that it was admitted as such by the perpetrator, was irrelevant. The only 
theoretical approach to the world that made sense and did not blame 
me was feminism. So, like many women, I experienced the reality of 
women’s oppression before I found a language and theoretical base to 
explain it. The personal became political: I moved from being an activist 
to being an academic. 

From a disability perspective, I came to it from the other direction. 
I carried out postgraduate research into feminism and disability because, 
drawn to writers such as Oliver, Barnes and Morris, I found interesting 
and under-explored connections between the structural oppression 
facing women and that facing disabled people. In particular, I was 
interested in the relative lack of attention paid to disability issues within 
feminism, and to feminist issues within disability studies — an issue which, 
thanks to writers such as Morris, is no longer the case. Then I was in a car 
accident and broke my pelvis, had an autistic son, developed psoriatic 
arthritis and then fibromyalgia, and also complex post-traumatic stress 
disorder. Within the space of a few short years my interest in disability 
studies went from being theoretical to real lived experience. The political 
became personal: I moved from being an academic to being an activist. 

In both roles I have always had a foot in both camps, but have been 
at heart driven by my academic role. I have used my research findings to 
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support third-sector stakeholders and to inform policy and practice, as 
well as campaigning as an individual citizen on issues, but still drawing 
on my academic knowledge. This project took me to a very different area 
of activism: running for elected office as a political activist, placing the 
corporeal reality of myself as a disabled feminist into the material reality 
of political campaigning. It enabled me to reflect on the key similarities 
and differences between ableism and activism within and outwith the 
academy. 


Background 


Activism, politics and the academy 


For many academics, the act of being an academic is in itself political. 
Chomsky argued that the academy has a political responsibility as a 
result of its privileged status: 


For a privileged minority, Western democracy provides the leisure, 
the facilities, and the training to seek the truth behind the veil of 
misrepresentation, ideology and class interest through which the 
events of current history are presented to us. (Chomsky 1969, 324) 


However, for many others, it isnot enough to exercise that privilege within 
the relative safety of academia. While activists can be found within many 
disciplines, the separation of the two roles is often actively encouraged 
(Flood et al. 2013). In disciplines where rationality, objectivity and the 
scientific method are particularly valued, the very nature of political 
or activist engagement appears to be antithetical to academic enquiry 
(Martin 2009). However, most social science disciplines have engaged 
with the idea that positionality has its merits, and encourage researchers 
to engage emotionally and politically with the matter of their research 
(Maxey 1999). 

Both feminism and disability rights scholarship go further than 
acceptance of political engagement. They actively encourage academics 
to embrace both being activists and engaging in intellectual enquiry, 
and for each role to inform the other. Indeed, an ongoing critique of 
women’s studies is that it is too overtly political (Sommers 1994). Eschle 
and Maiguashca point out that creating space for feminism within the 
academy is in itself a political act, and that most feminists within the 
academy do more: 
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Feminists have established their own sites of knowledge production 
that aim to bridge the gap between universities and the feminist 
movement, ranging from consciousness-raising groups to 
autonomous women’s colleges, and from women’s libraries to 
women’s studies and latterly gender studies programmes in 
universities. (Eschle and Maiguashca 2006, 120) 


Disability studies goes further, and claims that scholars who do not 
engage in activism to support disabled people or actively fight oppression 
are simply adding to their oppression. Research should actively seek to 
improve material circumstances (Oliver 1992). Stone and Priestley go so 
far as to call non-disabled researchers ‘parasites’ unless they embrace an 
emancipatory and non-objective research paradigm, calling academics 
to understand that: 


the political standpoint of the researcher is tied to political action 
in challenging oppression and facilitating the self-empowerment 
of disabled people. The researcher engages in processes of 
emancipation, rather than merely monitoring them from 
sympathetic sidelines. (Stone and Priestley 1996, 6) 


Therefore, as an academic who embraces both feminism and disability 
studies as my key theoretical perspectives, the onus is on me to 
incorporate activism into my research: to not just observe and write about 
the social world in which women and disabled people are oppressed, but 
to actively engage in tackling that oppression. In order to do that in the 
field of women’s and disabled people’s political participation, it was not 
enough for me to understand from a theoretical perspective how ableism 
and sexism shaped the experience of academic activists: I had to immerse 
myself ethnographically in that world as both a means of enquiry and a 
political act. 


Barriers to political participation for women and disabled people 


Although in the UK there are no formal barriers to women’s political 
participation, there are clearly structural barriers that come into play. As 
of June 2020, 220 (out of 650) Members of Parliament are women in 
the House of Commons, the elected chamber in the UK. When choosing 
candidates to run for election, the incumbent always has an advantage, 
having already proved they can win an election: on current proportions 
of UK parliamentarians, that means that 66 per cent of the incumbents 
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standing for re-election are likely to be men. Moreover, unless political 
parties take proactive measures to increase female party membership 
generally, and to put female candidates up for election in winnable seats, 
this proportion will remain static, as structural reasons favour male 
candidates. Candidates are often chosen from elite networks within the 
party, with a history and track record of working or volunteering for 
the party (Close and Kelbel 2019). These elite networks tend to favour 
privately educated men and those who attended elite higher education 
institutions, which mitigates against non-middle-class women, black 
and ethnic minority (BAME) women and disabled women. Moreover, as 
Shames (2015) and others point out, informal mentoring often plays a 
huge role in political success, but working women politicians often do 
not have resources spare to undertake that mentoring for the potential 
next generation of political women. 

Socio-cultural barriers, such as seeing leadership as a ‘male’ quality, 
mean that female candidates face implicit selection bias (Alexander 
2012). Moreover, political campaigning and working as an elected 
representative are jobs that tend to lead to high numbers of working 
hours, being away from home for lengthy periods, late nights and other 
working conditions that are not conducive to balancing family and work 
commitments. This impacts far more directly on mothers than on fathers, 
both practically and culturally, and for low-income women who cannot 
afford childcare or mothers of disabled children for whom there may not 
be appropriate childcare available, this makes campaigning inaccessible. 
These barriers also apply to women with caring responsibilities involving 
disabled adults, although these receive less attention than childcare. 


Barriers to political participation for disabled people 


As of June 2020 there are only five MPs in the House of Commons who 
self-identify as disabled, a rate of 0.8 per cent compared to around 
17 per cent of the general population, and 50 per cent of the over-65s. 
The same elite networks who provide the male political class also provide 
an able-bodied political class: disabled people are excluded from higher 
education, particularly from elite institutions. Able-bodied people are 
40 per cent more likely than disabled people to go to university. Disabled 
activism and the disability rights movement have grown exponentially 
since challenges to segregated residential care and the rise of the social 
model of disability (Campbell and Oliver 1996), and this has translated 
into what Young calls the ‘plural activities of civic associations’ (Young 
2002, 153). Disabled people volunteer, self-organise and are politically 
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engaged around specific issues such as benefits, social care, housing, 
transport and other areas that affect their lives. However, this civic 
engagement has not translated into participation in mainstream politics 
in the same way that feminist activism has. 

There are structural reasons for this relative lack of participation. As 
well as exclusion from elite institutions and networks, disabled people are 
far less likely than able-bodied people to be working in elite professions 
with clear links to party political engagement such as journalism, law 
and higher education. European research has found a clear link between 
income and political participation, with higher-income groups being far 
more likely to engage than lower-income groups (Priestley et al. 2016). 
Disabled people are far more likely to be living in poverty and experien- 
cing social exclusion in terms of employment, education, relative income 
and material deprivation than able-bodied people: they are thus less 
likely to have access to, or the resources to support, political participa- 
tion. As Postle and Beresford (2007) point out, disabled people did not 
magically acquire the resources to self-organise: for ‘user’ movements 
to be able to engage effectively with policymakers and service providers 
took a lot of capacity building and a significant change in culture on the 
part of those in power. In addition, services and support for disabled 
people are largely focused on either the private sphere (e.g. social care 
support for personal care needs) or employment. There are very few 
services that are specifically to support disabled people to participate in 
civic and political activities. 

In many ways disabled people face similar cultural barriers to 
women: they are not seen as natural leaders and so face implicit selection 
bias when seeking to run for office. Guldvik et al. point out that: 


At an individual level, political participation depends in part on 
the candidate’s resources and her/his motivation. Disabled people 
have to varying degrees resources such as education, income, 
organizational affiliation, and social capital. In addition, the 
motivation to participate politically also varies amongst disabled 
people. The motivation is related to the degree representatives gain 
recognition and respect in their role as elected representatives. 
(Guldvik et al. 2013, 80) 


Political campaigning requires a great deal of physical stamina, with 
late nights and working away from home being the norm during 
election periods. This can make it inaccessible to disabled people, whose 
impairment(s) may contribute to the lack of social and structural support 
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in raising barriers to participation. Guldvik et al. (2013) found that issues 
such as the physical and cultural environment in government did not 
support disabled elected representatives being able to act independently 
and with influence: as a result they were seen as less effective politically 
than able-bodied colleagues and less likely to be reselected as political 
candidates. These socio-cultural barriers are of course in place before 
disabled people even reach the stage of serving as political representa- 
tives, and can act as comprehensive barriers to political participation. 


Intersectionality and activism 


In trying to make sense of my own experiences as a disabled woman, it 
is clear that we need to pay attention to the intersectionality of disability 
and gender. While the term ‘intersectionality was coined by Crenshaw 
(1989) to refer to the dual discrimination faced by BAME women, an 
understanding of the ‘double burden’ of being a disabled woman has 
underpinned scholarship in feminist and disability studies (Lloyd 2001; 
Morris 1992). Disabled women face far more than just the ‘double 
burden’ of disability and femaleness when becoming activists, and when 
seeking to make the transition from activism to political participation. 
Firstly, the structural oppression of lack of resources, and lack of 
access to elite spaces, acts as a compound barrier for disabled women. 
Disabled women are at risk of poverty because of lack of access to 
material resources, social care and support to participate in public life 
generally. Moreover, in engaging in civic activism in disability rights 
— which recognises the structural oppression faced by those with 
impairments, but not necessarily faced by women — disabled women 
can encounter sexism or gender blindness within their own activist 
organisations. Issues include a lack of recognition of the additional 
risks disabled women face in engaging in public life. Disabled women 
are at significant risk of sexualised violence and domestic abuse, lack of 
understanding and support for complex caring and parenting respon- 
sibilities, and a lack of awareness of feminist political issues. See, for 
example, disabled organisations’ campaigns to support ‘sex work’ and 
prostitution as a way of enabling disabled men to access women’s bodies 
with little thought of the harm and violence to women inherent in that 
approach. Disabled women who are active feminists also face ableism 
within the feminist movement: for example, by focusing on childcare 
as a structural oppression, feminist organisations often leave out access 
to social care and support; by focusing on the gendered nature of 
informal caring, feminist organisations often ignore disabled women’s 
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disempowering experiences of being reliant on informal care, and of 
their own experiences of giving care. 

Secondly, disabled women also face more than the ‘double burden’ 
of socio-cultural expectations arising from being disabled and female. 
They are seen as passive, as recipients rather than givers of care, as both 
sexualised and not sexualised enough for not conforming to ableist and 
sexist standards of appearance and bodily autonomy. They are definitely 
not seen as active, charismatic leaders in the male able-bodied model. 


Autoethnography 


Autoethnography is an approach to research and writing that seeks to 
describe and systematically analyse personal experience in order to 
understand cultural experience. This approach challenges canonical 
ways of doing research and representing others and treats research as a 
political, socially just and socially conscious act. A researcher uses tenets 
of autobiography and ethnography to do and write autoethnography. 
Thus, as a method, autoethnography is both process and product (Ellis 
et al. 2010). 

In seeking to establish the legitimacy of feminist approaches to 
social science research, Gilligan (1982) found that women’s experiences 
were often ignored or downplayed as they did not easily fit deductive, 
rational approaches to empirical enquiry. As a result, different approaches 
to feminist social enquiry have been developed which place an onus on 
the researcher not just to centre the experiences of women, but also to 
reflectively position the researcher within the research process. At the 
same time there are strong arguments for those engaging in feminist 
research to seek not just to observe, record and explain the experiences 
of women in academic terms, but to treat the research process itself as a 
political act. As Ackerly and True remind us: 


many feminist researchers share a ‘sense of accountability to 
the women’s movement’ conceived as a changing and contested 
discourse [...] They seek to do research that is explicitly of value 
to women and that could result in actions that are beneficial to 
women. (Ackerly and True 2010, 465) 


Similar challenges are articulated within disability studies. As part of a 
growing political consciousness, disabled people have rejected being the 
‘objects’ of rational empiricism, seeing it as part of the social oppression 
they face (Oliver 1992). The history of the relationship between scientific 
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research and the oppression of disabled people is a long and troubled 
one, including segregation, eugenics and systematic human rights 
abuses (Stone and Priestley 1996). Moreover, social science enquiry, 
even that which steps away from the rationalist paradigm, has tended to 
place researchers in a powerful position vis-a-vis the researched, placing 
disabled people firmly in the latter category. Non-disabled researchers 
who are not part of an anti-oppressive political movement are seen as 
part of the problem, not the solution to disabled people’s oppression. 


Disabled people have come to see research as a violation of their 
experience, as irrelevant to their needs and as failing to improve 
their material circumstances and quality of life. (Oliver 1992, 105) 


Moreover, both feminist and disability studies point out the dangers of 
empirical detachment from the process of research. They argue that 
researchers must reflexively locate themselves in the research process, 
reflecting on their influence and positionality (Burman 2006), and that 
research is an embodied experience (Longhurst 2011). Perhaps because 
disability studies has, until fairly recently, sought to shift attention away 
from the body towards the social construction of disability, there is less 
of a history of autoethnography as an embodied approach to research. 
However, it has been used to explore the disabled experience by disabled 
researchers in creative ways (Baurhoo 2017). There is, arguably, no more 
thorough way to be reflexive than to turn the research focus on yourself, 
to subject your own life and actions to scrutiny. Before presenting 
findings, I will briefly outline how I employed autoethnography. 

I had been selected to run as a candidate for election to the UK 
Parliament by the Women’s Equality Party. In order to gain the ‘insider’s 
perspective’ of the issues facing women and disabled people as they take 
part in political activity, particularly when running for election, I kept a 
fieldwork diary over the course of my campaign, writing up my fieldnotes 
at the end of each day whilst the observations were fresh in my mind. 
I also gathered data through photographs, social media engagement, 
newspaper articles, communications such as emails and WhatsApp 
discussions and other related data. After the campaign was over, I 
undertook inductive thematic analysis on my data, testing the reliability 
and validity of emerging themes with some of my campaign team. It was 
not possible to obtain informed consent from everyone I encountered: 
indeed, this would have run contrary to the approach to ethnography 
endorsed by Bulmer (1982), which stresses that to gain insight into 
social worlds it is necessary to be a covert rather than overt observer. 
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It is beyond doubt that those I was observing would have changed their 
behaviour had they known they were taking part in a research project 
rather than purely an election campaign. In situations where covert 
observation is used, there is a particular onus on the researcher to 
protect the identities of those involved, so all have been given aliases, 
identifying characteristics have been changed and my fieldwork notes 
have a coded date stamp. For the purposes of this chapter, I have focused 
on the findings related to the resistance and support I encountered from 
the three corners of the ‘velvet triangle’ of the academy, activists and 
other candidates/parties and the public. 


Resistance and support from the academy 


I encountered both individual and structural resistance from the 
academy. I declared my intention to run as a candidate, and when I 
explained to senior management that I was intending to write it up as an 
ethnographic study they were supportive. However, this soon changed. 
I gave an interview to a local newspaper discussing why I was running, 
and I made the point that 25 years after my experience of sexual assault 
on campus, women in universities were still experiencing the same thing. 
The local paper ran this particularly lurid heading: ‘My election bid is 
driven by campus sex attack’. I was accused of bringing the institution 
into disrepute, which is gross misconduct, despite it being very clear that 
I was not responsible for the phrasing or the way the article was written. 
This was, understandably, very distressing. Although it was not followed 
up as a formal complaint, it was referred to in a later unconnected formal 
disciplinary action against me as evidence of a ‘pattern of behaviour’ 
that justified a formal sanction. However, the following extract from my 
fieldwork notes shows that this newspaper article was not necessarily 
harmful to my political campaign: 


At the end of the hustings [Mr C, candidate for party C] approached 
me and said ‘Well done on that headline in the [local paper]. We’d 
love to get free publicity like that.’ (Datestamp 14.6) 


This was ‘free publicity’ I was at best ambivalent about. On the one hand, 
it was a deliberately sexualised manipulation of my story, one that got 
me into trouble at work. On the other hand, it was also a way of reaching 
an audience that I would not have been able to with any other kind of 
story. Notably, most of the interview was actually about my care for my 
disabled son, which did not feature in the article at all. 
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Resistance and support from activists 


This is the finding that was the most surprising to me. I received very little 
support from women’s groups, despite having previously been active in 
many. One group, on whose board I had served for many years, refused 
to invite me to an equalities hustings they were organising. Another, 
whom a fellow political party member was working for, went so far as to 
make a formal complaint about me: 


Emotional lecture on domestic abuse today, coincided with the 
Manchester bombing. As ‘host’ I gave an introductory speech 
saying I wasn’t canvassing but we should remember that an 
attack on young women and girls attending a pop concert was 
a form of violence against women and girls, just like domestic 
abuse. Afterwards a woman from [Scottish Women Against Rape] 
approached me and said ‘That was canvassing and it was out of 
order.’ I apologised. Got home to email from WEP Head Office that 
official complaint had been made by the organisation. Told Head 
Office what I had actually said, backed up by fellow WEP members 
at the lecture. Told ‘no, it doesn’t sound like canvassing to me 
either but feelings are running high so please apologise in writing’. 
(Datestamp 11.5) 


This was in sharp contrast to the support I received from the disability 
sector. I asked a fellow activist from a local carers’ organisation to come 
and introduce me at my launch campaign: 


Discussed with [Ms P] from [Caring Stirling] what she would say 
at my launch. She said she and the organisation were thrilled I was 
running for office and highlighting social care as an issue of equality 
for women, as no-one else presented it like that. She also said that 
due to restrictions she could not appear in public to endorse me 
as her organisation would break the terms of their funding. We 
agreed that she would do a ‘vox pop’ interview with me off camera, 
and invite her workers to attend my launch as a compromise. Her 
support meant a lot. (Datestamp 1.1) 


I had hoped to apply to the ‘Access to Elected Office’ fund for help with 


equipment and personal assistance during my campaign, but it transpired 
that this fund was not available to candidates running for general 
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elections, only Scottish Parliament elections. However, the disability 
organisation who ran that fund were very helpful and supportive, offering 
to put me in touch with former candidates from different political parties 
who had previously been successful, and to try to find equipment for me. 
There were no negative reactions from disability or carers’ organisations, 
only unmitigated support. This was in sharp contrast to the negative 
reactions and lack of support from women’s organisations. 


Resistance and support from the public and political sector 


Being honest about my personal experiences of sexual violence enabled 
me to connect to other survivors: 


After hustings, several women approach me in tears and say they 
are so pleased I spoke out about rape because they had experienced 
it too and no other party seemed to be taking it seriously. As I 
turned to shake hands with my opponent [Ms W, Candidate for 
party D], she surprisingly gave me a hug and said ‘Me too. Thank 
you.’ (Datestamp 12.5) 


I found repeatedly that the personal, emotional connection with potential 
voters that came after I shared my experiences of being a rape survivor, 
carer, disabled person or someone with mental health issues was a very 
powerful one for both me and them. One audience member emailed me 
after listening to me on local radio: 


Email from [Mrs T] has really touched me. ‘I am so glad you are 
speaking up about your experiences. If people in public do this 
more, it can end the stigma of mental health. I think this is so 
important.’ (Datestamp 9.5) 


I also received support from the public for being a ‘visibly’ disabled 
candidate. One participant in a hustings for learning-disabled people 
made this point: 


‘I like that you are disabled. More disabled people should be MPs. 
MPs don’t understand how hard we have to fight for jobs, for 
transport, just to be heard. If they did they would help us more.’ 
(Datestamp 10.1) 
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This was in contrast to the sexist attacks I received both online and in 
person: 


At hustings for learning-disabled people, and my opposition 
clearly doesn’t really understand the question about benefits and 
mobility cars. When I speak I emphasise that austerity is hitting 
disabled people very hard, and this removes their independence 
and makes it harder for them to work, putting pressure on carers. 
[Mr S, Candidate for Party A] interrupts me and says loudly ‘It’s 
time for you to shut up now, the women have spoken long enough.’ 
I was pretty shocked at this, as were the audience. His fellow male 
candidate [Mr C, Candidate for Party C] laughed and appealed to 
the (mainly male) audience: ‘Women, eh?’ (Datestamp 10.1) 


I did encounter ableism from the general public. Several people asked me 
during hustings and canvassing if I would ‘be able to manage’ the work 
of an MP with crutches. I gave an interview to a national newspaper, 
in which I described why, as a professor and as a political candidate, I 
needed a PA to keep me organised because of the ‘brain fog’ that goes 
along with fibromyalgia and PTSD, which received the following online 
comment: 


Em. I don’t wish to be unkind but do voters want their Bills scrutinised 
by someone with intellectual deficits this severe?! Absolutely, 
Parliament should be made accessible, but MPs are public servants 
and have to have the capacity to serve the public properly. (http:// 
www.thenational.scot/politics/15295758.Here_s_why_you_don_t_ 
see_more_disabled_MPs__explains_candidate/#comments-anchor, 
accessed 16 June 2020) 


I am fairly sure as a professor I had already demonstrated in that article 
that I did not have ‘intellectual deficits’. 

This questioning of my abilities was also a tactic used by my political 
opponents. During one hustings, a question was raised about the funding 
and delivery of social care, to which I gave quite a detailed answer. Mr S, 
Candidate for party A, then got up and shouted: ‘No-one knows what to 
do about social care, not even the so-called professor.’ I am still not sure 
if this was ableism or sexism, but it was certainly an attempt to demean 
my status and expertise. Later in that same hustings a member of the 
audience asked us to speak up, as she was having difficulty hearing us: 
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Mr C [candidate for party C] said we should all stand up so we 
could be seen and heard better. I, obviously, can’t stand up. All 
three male candidates stood, and Ms W [candidate for party D] 
says, ‘No, that’s not fair to Kirstein,’ and remains seated. I am now 
very conscious that the two female candidates look weaker than 
the men because they are sitting down. (Datestamp 12.1) 


I encountered numerous incidences of this, as well as inaccessible 
venues with steps, where I was made to feel I was being difficult, or sat 
somewhere away from other candidates. Some audience members noted 
this and commented to me afterwards that it was done deliberately and 
was unfair. It is interesting that the only other female candidate often 
showed solidarity with me — by moving, commenting or helping — and 
the male candidates never did. 


Discussion 


Intersectionality, ableism and sexism 


There is no doubt in my mind, based on the analysis of my findings, 
that every stage of the political process demonstrates clear evidence of 
both ableism and sexism. From the moment someone decides to make 
the transition from grassroots and/or academic activist to engaging in 
political action as a member of a political party campaigning for election, 
there are substantial physical, social and attitudinal barriers to be 
overcome, and these are not insubstantial. 

The ableism I faced in political life was much more overt than I had 
faced in academia and activism. This was not from my own political party, 
who were very willing to support me and use their limited resources to 
try to overcome some of the barriers I faced as a disabled candidate. 
However, the women’s movement, the other political parties and the 
public demonstrated clearly that the able-bodied political candidate 
was the norm, and everyone else was somehow diminished, flawed 
and not as desirable (Campbell and Oliver 1996). To a certain extent, 
working in the academy, with an institutional framework intended to 
protect me against disability discrimination, had left me ill prepared 
for the level of overt ableism I faced outside that relatively protected 
environment. I had encountered what Campbell and Oliver (1996) call 
‘microaggressions’. This included expectations of performance that did 
not account for my impairment, such as a failure to take my impairment 
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into account during formal processes. However, I had also encountered a 
lot of goodwill to make ‘reasonable adjustments’ for my impairment — for 
example, excusing me from certain tasks that were not core to my job, 
supporting me to work flexibly and funding extra support for travel. I 
had also encountered a willingness to make ‘reasonable adjustments’ in 
my activist life: for example, moving meetings to more accessible venues, 
enabling PA support and taking into account the inaccessibility of public 
transport for me. However, that willingness was markedly absent within 
the sphere of political campaigning. I was not able to access funding 
for equipment that would have enabled me to carry out the canvassing 
work that is crucial to a political campaign. Organisers of hustings, 
debates, events and media coverage were not willing to accommodate 
my needs, often citing the ‘fairness’ aspect of possibly giving me an 
unfair advantage. Yet from my perspective at least it was levelling the 
playing field and removing the unfair advantage that able-bodied 
candidates had. There was also a difference between attitudes towards 
my physical impairment, where people were sometimes more willing to 
make adjustments and less willing to tolerate overt ableism from others, 
and the cognitive/mental health elements of my impairment, where 
it was more acceptable to call into account my capacity and refuse to 
make adjustments for me. The stigma surrounding mental health issues 
compared to physical impairments was particularly noticeable. 

I was more prepared for the overt sexism I encountered on the 
campaign trail. This, again, was not from my own party, but it was very 
clear from other political parties and the public. I encountered abuse on 
social media, comments and questions about my appearance, questions 
about my children (which were never directed at male candidates), 
mild threats, efforts to silence me by complaining to my employer and 
several other tactics well known to feminists with a public presence in 
political life. My own ‘red lines’ on this involved my family: any attempt 
to involve them, identify them, stalk them or use them triggered an 
instant involvement of whatever formal protection I could invoke. For 
everything else I developed a thick skin and tried to ignore it. The level of 
abuse was relatively mild — in fact, I had encountered far more worrying 
abuse from men’s rights activists in the course of my academic job than I 
did during political campaigning. 

Here I am going to reflect on two elements of intersectionality that 
acted in my favour and offered me some protection: class and race. As 
a well-educated woman and despite the taunts, I am not a ‘so-called’ 
professor. I have been a professor on merit — i.e. based on my inter- 
national reputation for the quality and significance of my research — for 
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over ten years, so I was well placed in the campaign. My knowledge was 
respected: often more so than that of my fellow candidates from other 
political parties, even from supporters of those parties. I could more than 
hold my own in debates, hustings and media appearances because I had a 
wealth of knowledge and experience of engaging publicly with students, 
stakeholders, practitioners and policymakers. My education and my 
middle-class background and, in the context of a Scottish election, 
sounding like a posh Englishwoman gave me a status and confidence that 
to some extent mitigated the ableism and sexism I encountered. 

It was also clear when compared to my sister candidates in the 
Women’s Equality Party and other parties that I enjoyed a great deal of 
protection due to my race. As a white woman I did not encounter the overt 
racism (sometimes very violent) directed at black women campaigning 
politically during the general election. I was not perceived to have 
Jewish heritage, so I did not encounter any overt anti-Semitism either 
(again, not a protection always offered to Jewish women campaigning 
politically). 


Structural and individual challenges 


I certainly encountered both structural and individual challenges that tie 
in with what the literature tells us about the sexism and ableism faced 
by political candidates. When I discovered I would not be eligible for 
funding under the ‘Access to Elected Office’ scheme, I asked my political 
party for funding for a PA. They needed to check with the Electoral 
Commission whether or not this counted as ‘allowable expenses’ under 
campaigning laws. It transpired that the Women’s Equality Party were 
the first to ask if childcare was an allowable expense, and the first to ask 
if personal assistance for a disabled candidate was an allowable expense. 
This indicates either that other political parties in the UK are supporting 
candidates with childcare and personal support needs and not declaring 
the expenditure, which is unlikely given the severe penalties for breaking 
campaigning laws, or they are not supporting candidates directly in this 
way. 

There is no equivalent to the ‘Access to Elected Office’ fund for 
people with parenting and caring commitments, who are overwhelm- 
ingly women. Moreover, it became clear to me that the incumbent does 
not have an advantage just in terms of being selected by their party, but 
also during campaigning. For them, running for office is part of their 
day job, for which they are still drawing a salary: they can engage in it 
full-time with all the support that comes with a job. This also applies to 
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other candidates with political roles, for example, elected councillors. 
For the other candidates, campaigning needs to be fitted in alongside 
other commitments: in my case working full-time, being a parent and 
carer, managing my own impairments and having the resources to deal 
with the micro- and macroaggressions of ableism and sexism in the 
workplace and in activist life. 

Many of the barriers to engagement with political activism faced 
by disabled women begin way before the ‘end’ of engaging directly with 
political campaigning. There is no structural support for those who are 
not candidates for elected office, for example canvassers, campaigners, 
workers and volunteers. Activism is resource heavy and it favours those 
who have the structural and individual supports in place: these are 
overwhelmingly middle-class, well-connected, able-bodied women. I 
acquired my impairments relatively late in life (in my late twenties), by 
which time I had already had several years of a privileged middle-class 
upbringing, private schooling and a degree from an elite Russell Group 
university. I had begun to establish my academic career and reputation, 
and I could draw on these advantages as my impairments and the 
resulting social, environmental and attitudinal barriers that I faced 
grew worse. Indeed, when I developed serious mobility problems from 
psoriatic arthritis and fibromyalgia, and mental health issues from PTSD, 
I was already a professor with a reputation for activism and engagement 
with the women’s and disability sector, and had been for five years. 


On activism within the academy 


Here I will reflect on what this journey means for academic activism 
within the academy, rather than crossing the velvet triangle to political 
activism. Firstly, most of us within the academy do not see our own 
privilege and our protected status. While we do encounter microag- 
gressions connected with social divisions, particularly along the lines 
of gender, race and disability, they are nowhere near the level of the 
macroaggressions that we encounter in political life. While being passed 
over for promotion or feeling bullied and harassed may make our jobs 
more difficult than those of our more privileged colleagues, it is rare 
for an academic to receive death and rape threats from their colleagues 
or managers. When such macroaggressions happen, we are relatively 
protected by our institutions: there are policies and procedures, as well 
as legal safeguards, available to help us. That is not to say that these 
macroaggressions are not real and painful, nor that they do not have a 
material impact on our lives — not least in terms of our income, mental 
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health, physical safety and wellbeing. But — even though the onus is on us 
to invoke those protections — there are some protections and mitigations 
in place within the academy. 

This is simply not the case for women and disabled political 
activists. Although they have some legal protections, they are often 
isolated and have to develop a far higher level of personal resilience to 
cope with the abuse and violence that they attract simply by being a 
woman (and a disabled person) in a public space. I would argue that this 
places a responsibility on academic activists to be brave and resilient and 
to take advantage of this protection, not just on behalf of themselves, 
but also for their sister activists without such protections. We academics 
should be calling out the public abuse of female politicians, and ableism 
in politics, every time we encounter it. We should also be turning our 
theoretical and empirical resources to documenting and explaining this 
abuse far more than we do. This has less of an impact on us than calling 
out the abuse and ableism we experience ourselves: collective action and 
sisterhood against ableism and sexism is both powerful and necessary for 
our survival. 

Secondly, the skills and protections that we use as academics are 
not the same as those that political activists need, and being a good 
academic activist does not necessarily make you a good political activist. 
While politicians need to be able to understand complex data, and 
communicate and persuade effectively, they also have to demonstrate 
charismatic leadership and the ability to network within their own 
political party, to gain access to elite spaces where a much wider range 
of skills other than intellectual ability are valued. Some of us have 
those skills and abilities, but others simply do not. We are better allies 
to political activists if we use our protected elite spaces wisely. This 
project demonstrated to me that Iam more effective in supporting social 
change as a good activist academic than as a poor politician. Moreover, 
the skills that make someone a good politician probably mitigate against 
them being a good academic: you cannot, by definition, be impartial or 
cautious about your theoretical and empirical claims as a politician, and 
as a responsible academic, you probably should be. 


Conclusions 
On reflection, the ableism and sexism faced by disabled women as 


they enter political campaigning reflects the ableism and sexism they 
encounter in everyday life. Substantial barriers exist for us in accessing 
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elite spaces from which political candidates are drawn; and those 
barriers inhibit access to political parties and political spaces generally. 
Activism within the academy and within non-party political organisa- 
tions is not risk-free or resource-neutral for those of us who engage in it: 
but it does not come with the much higher risks and resource demands 
of political activism. 

The answer to the question ‘why are there not more disabled 
women in politics?’ is, then, because there are not more disabled women 
in public life generally, and because political organisations do not make 
enough effort to tackle structural ableism and sexism. Those of us with 
the resources can overcome the barriers to political engagement. Those 
of us with the protection of class, education and race have more capacity 
to overcome the ableism and sexism we face in public life. One key to 
improving political life and disabled women’s chances and experiences of 
engaging with it would be to ensure that those resources are much more 
widely available. Access to adequate unconditional income, to proper 
care and support services, to high-quality affordable or free childcare, 
and to aids and equipment without having to go through endless 
obstacles and fighting would transform disabled women’s lives. It would 
enable them to participate fully in political life and I would argue that 
politics would be vastly improved. 
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The violence of technicism: 
Ableism as humiliation and 
degrading treatment 


Fiona Kumari Campbell 


2017 was a ground zero year for me. I had decided, after working 
in universities in various countries since 1995, to no longer accept 
humiliating practices that were, for all intents and purposes, ableist in 
origination. This decision, which had been percolating in my conscious- 
ness for some time, was brought to a head by two events that occurred 
in close sequence. The first concerned a guest lecture in a module that I 
normally do not teach on under the responsibility of another academic. 
The class was scheduled in a location that had to be changed because the 
original venue was sequestered by management for an event. The new 
venue, however, had a teaching platform that was elevated and hence 
required a portable lift to access the stage. The equipment had not been 
used for a while and there was an issue locating the key to turn on the 
device. There was uncertainty about not only finding the key, but also 
whether the lift was in working order. Hearing this news tapped into 
an accumulated memory and panic about the possibility of something 
going wrong: the lift on the day might not work. For the first time in my 
long career as an academic I had decided that I was not going to do the 
heavy lifting around disability access and had left the responsibility for 
sorting out the logistics to the module leader. As time drew closer to 
the scheduled lecture, things were still very uncertain about the chain 
of command involved in checking the equipment. A series of emails 
ensued between the module leader, estates and the manager of the 
equality and diversity unit. Although it was never verbalised, the tone of 


communications from some parties suggested that I should feel a sense 
of gratitude that action was being taken. Still, my anxiety about being 
humiliated in front of students if things should go wrong — bringing my 
disability to the foreground — persisted. 

A few days later another incident occurred. The front entrance 
doors to our building were being repaired and would be out of order for 
one to two weeks. I was advised that I could access our building through 
a side pathway normally used as a fire door of an adjacent building. As 
this was a fire door there was no external access and I was told that I had 
to ring reception to get a staff member to come down and open the door. I 
had to do this every time I moved in and out of the building. News of this 
process induced an explosion in my head. I decided to put my foot down 
and inform my dean that I was working at home until the front entrance 
doors were fixed. Additionally, I had decided that I was not prepared to 
give the guest lecture given the uncertain circumstances regarding the 
lift to the stage. In discussing these two incidents with the dean on the 
telephone, I experienced a meltdown. Enough was enough -I had put up 
with these kinds of antics for years, but no longer would I be prepared 
to succumb by way of silence, to acquiesce as a party to humiliating 
practices and ultimately being complicit with my own experience of 
humiliation. Humiliation is quite an intangible experience because it 
involves emotions and an emotions management of daily microaggres- 
sions. Microaggressions such as these are experienced by disabled people 
in our private and work lives. Humiliation and ableism are intrinsically 
linked by technicist mentalities that govern our academic day. My lived 
experiences and those of others have shaped this chapter. 

Ableism is everyone’s business, not because of some ideological 
imperative but because we as living creatures, human and animal, are 
affected by the spectre and spectrum of the ‘abled’ body. Therefore, it 
is critical that ableism stops being thought of as just a disability issue. 
Ablement, the process of becoming ‘abled’, impacts on daily routines, 
interactions, speculations and, significantly, imagination. While all 
people are affected by ableism, we are not all impacted by ableist 
practices in the same way. Due to their positioning some individuals 
actually benefit: they become entitled by virtue of academic ableism. 

This chapter brings together work I have done — Project Ableism 
— since 2001, which has explored the theorisation of ableism, the 
idea of internalising ableism, mitigating disability and using Studies 
in Ableism as a research methodology (Campbell 2019; 2017; 2011; 
2009; 2001). Without wishing to duplicate work I have undertaken 
elsewhere, I first introduce the idea of ableism and then move onto 
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a discussion about ableism’s relationship to technicism, a tactic that 
is endemic within universities. The second part of the chapter focuses 
on the (un)reasonableness of equality duties and ableism as a harm in 
the form of humiliation in the lives of disabled academics. Finally, the 
chapter refocuses the idea of humiliation as an effect of ontoviolence, a 
consequence of ongoing struggles by disabled academics for accessible 
environments. As a strategy of resistance, it is integral to understand the 
processes and practices of ableism, not only to foreground the violence 
of ableism, but also to develop tactics of intervention that expose 
and disrupt pervasive ablement in settings such as universities and 
government. 


The idea of ableism 


Disabled women started speaking and writing about ableism as early 
as 1981. Records of this work appear in a special themed ‘women with 
disabilities’ issue of Off Our Backs. These disabled women activists in the 
US sketched their experiences of border limits and aporias, championing 
an analysis of ableism as the source of social exclusion (Aldrich 1981; 
House 1981; Rae 1981). We see the re-emergence of an attempt at 
definition by Rauscher and McClintock (1997), who described ableism 
as a system of discrimination and exclusion. What was missing from this 
approach were any nuances about the processes and predilections of 
such systems. In 2001 I tried to locate ableism as a knowledge system, ‘a 
network of beliefs, processes and practices that produces a particular kind 
of self and body (the corporeal standard) that is projected as the perfect, 
species typical and therefore essential and fully human. Disability then is 
cast as a diminished state of being human (Campbell 2001, 44). 

Although I have previously pointed to the conundrum of ableism’s 
‘limited definitional or conceptual specificity (Campbell 2009, 5) in 
disability research, this challenge has not been fully addressed and 
concept stabilisation has not been achieved. In attempting to develop 
conceptual clarity and work on developing Studies in Ableism as a 
research methodology, I revised the definition of ableism as a 


system of causal relations about the order of life that produces 
processes and systems of entitlement and exclusion. This causality 
fosters conditions of microaggression, internalized ableism and, in 
their jostling, notions of (un)encumbrance. A system of dividing 
practices, ableism institutes the reification and classification of 
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populations. Ableist systems involve the differentiation, ranking, 
negation, notification and prioritization of sentient life. (Campbell 
2017, 287-8) 


The above-mentioned elements - differentiation, ranking, negation, 
notification and prioritisation — form a template for contemporary 
societal interventions as well as methodological enquiry. I will return to 
these dividing practices later in terms of ways they acclimatise with the 
operation of technicism within the academy. 

Since I first began writing about ableism there has been a flurry 
of research claiming to use ableism as an operational concept. We have 
witnessed a plethora of usage on Facebook and Twitter that character- 
ises ableism as a discriminatory slight without any sense of its properties 
and parameters — leaving vague any sense of what kinds of practices and 
behaviours can be considered ableist. Our task as ablement scholars is 
to unveil foundational presuppositions to ferment critique for building 
a robust intellectual enquiry. In this paper I use ‘ablement’ to express a 
productive relation: the ongoing, dynamic processes of becoming abled. 
Although ablement is often used interchangeably with ableism, I prefer 
to use ablement when I wish to emphasise its coupling with disablement. 
My approach contrasts with the terminology of ability/abled or able- 
bodied, which are assumed to be static states. Ablement scholars, then 
are researchers who focus on the dynamics of being abled, or ableism 
as a practice, rather than primarily looking at disability per se. These 
states are not self-evident and require problematisation. It is necessary 
to unimagine and disinherit the canon of pervasive binary thinking of 
disability/ability, which must be thought of as a problem, and instead 
to think about borders and passages, placed as aporias, where ‘there 
can be no barrier that protects itself or separates itself from something 
else’ (Abeysekara 2011, 24). For instance, the very divisions performed 
as silos, deemed as ‘protected characteristics’ (cf. Malleson 2018) in 
equalities law and policy, segregate and dissipate understandings of 
intersectionality — as in Athena SWAN’s focus on abled gender identity to 
the exclusion of disabled women and to a lesser extent, women of colour. 

Nearly all disability studies research and recent works on ability 
have a predilection towards the comparative, even if this aspect is not 
acknowledged (Campbell 2019). The research narrative or analysis 
moves within a binary comparative relationship of disability and its 
constitutive outside, ability. The comparison is so fundamental that 
thinking without comparison is almost unthinkable, particularly in the 
field of anti-discrimination law in which the idea of the comparator is 
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vital (see Baker and Campbell 2006 for a discussion of comparing a young 
school student with autism with an able-bodied ‘disruptive’ student). 
What does making comparisons involve — is it with a person with the 
presumed characteristics of able-bodiedness? This matter is complex 
and nuanced. However, the academic treatment of these hermeneutical 
questions is commonly uneven, as there is in many pieces of research 
a manifest lack of precision about the remit of the so-called ‘object’ or 
‘subject’ under study — ontologically and conceptually. 

The turn to the study of abledness and the idea of ableism rather 
than primarily focusing on disability per se provides a new intellectual 
playground, to map discourses of unencumbrance, academic productiv- 
ity, citizenship and ethical norms, buttressed by configurations of the 
normative (endowed, extolled) and non-normative ‘failed’ bodies. The 
idea of ‘ability’ needs to be understood alongside its constitutive outside 
by considering those grey zones of uncertain populations that resist 
enumeration — the long-term ill, people with episodic/chronic illness 
and non-apparent disability. Deep diving is essential: 


ableism is deeply seeded at the level of epistemological systems of 
life, personhood, power and liveability. Ableism is not just a matter 
of ignorance or negative attitudes towards disabled people; it is 
a trajectory of perfection, a deep way of thinking about bodies, 
wholeness, permeability and how certain clusters of people are 
en-abled via valued entitlements. Bluntly, ableism functions to 
‘jnaugurat[e] the norm’. (Campbell 2009, 5) 


How does my approach differ in nuance from the statement below, part 
of an advertisement for the ‘Ableism in Academia’ conference held at 
UCL in 2018? 


However, as disabled, chronically ill, and neurodiverse academics 
know, ableism — discrimination in favour of able-bodied people — is 
endemic in academia. 


At first glance, this marking of ableism seems reasonable and appears 
written in less academic language than my rendition. Read it again —- you 
may notice that the formulation pivots upon a discrimination framework. 
A discrimination paradigm has been extremely influential, to the point, I 
argue, of normalisation: there is limited deep reflection on the meaning 
of discrimination and its attributes. Using a discrimination lens to study 
inequalities is just one of a myriad possible epistemologies. There is more 
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going on here — this statement is making a claim that it is discrimination 
that is the central problem: a choice, a preference towards ‘able-bodied’ 
staff. I would want to know if this ‘favouritism’ is of a generalised nature 
or is targeted in a form of positive action towards ablement. These are 
questions to ponder. Any strategy adhering to this definition of ableism 
implies that simply identifying the discrimination would be sufficient to 
remove it. It is not surprising that this approach to conceiving ableism 
has been adopted, as a discrimination framework underpins most human 
rights discourse. We are seduced into believing that non-discrimination 
is the mechanism for remedying many social ills. 

My approach, while not rejecting a discrimination paradigm 
outright, starts from a different premise: namely, ableism is not simply 
about ignorance (or even unconscious bias, a concept that is very much 
the flavour of the month). Rather, ableism is soma-epistemological, 
configuring legitimised knowledges concerning normalcy, perfection 
and intense ontologies of bodies; that is, what it means to be fully 
human. Ableism rewards certain classes of people for their corporeal 
alignment through practices such as technicism, which I will discuss 
later. It is important to stop and think, think, think — about the nature 
of processes and practices of academic ableism; how to drill down to 
ableism’s subtleties and hiddenness. It is imperative that we embrace 
this challenge. The battle over ableism is a battle of the mind and heart. 
Sometimes the tactics of this battle are reduced to gaslighting — denying 
the humiliating experiences of disabled academics and their conse- 
quences. Humiliation is a core outcome and effect of ableist practices. 
For the continuation of the academy, a lot is at stake! 

Integrating studies in ableism into disability- and higher education- 
focused research represents a significant challenge not only to research 
practice but also to equality and diversity operations. Ableism moves 
beyond the more familiar territory of disability, social inclusion, and 
usual indices of exclusion to the very divisions of life. Ablement and 
the corresponding notion of ableism are intertwined. A symptom 
and outcome of ableist processes, compulsory ablement compels the 
inauguration of a dynamic promise that suggests ablement is in reach for 
all — it is possible and indeed desirable to be a ‘superhuman’ academic. 
Even those who benefit from certain forms of entitlement within the 
academy are hoodwinked by #FetishAbleism, for the norm is indeed a 
cloudy shadow that one cannot catch up with. Ultimately, ableism will 
even catch up with these folk, as they fail to win the battle of constantly 
shifting grades of endowed competencies deemed average or ‘normal’ by 
the very modes of social organisation to which they owe their complicity. 
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As a hegemonic referential category to differentiate the ‘normal’ 
from the ‘dispensable’, the concept of abledness is predicated on some pre- 
existing notion about the normative nature of species-typical functioning 
that is trans-cultural and trans-historical, yet varies in its presentation 
and processes and hence is not necessarily universal. Ableism does not 
just stop at promulgating the ‘species-typical’, which is assumed to be 
demarcated, stable and self-contained. An ableist imaginary tells us what 
a healthy academic’s body means — a ‘normal’ mind, the pace and tenor 
of thinking, energy levels and the kinds of emotions and affect that are 
suitable to express — all played out in student evaluations, perceptions of 
what an academic looks like, feedback, ideas of ‘objectivity’ and scores. 
Of course, these fictional characteristics of corporeality are promoted 
as an ideal, conditioned and contoured by time and place. Occasionally 
certain deviations are exceptionalised, such as the trope of the eccentric 
male, nutty professor, which in some disciplines becomes legendary 
rather than a handicap. 

An ableist imaginary relies upon the existence of an unconscious, 
imagined community of able-bodied and able-minded people, who are 
bound together by an ableist homosocial worldview that asserts the 
preferability of the norms of ableism, norms often asserted by way of 
political codes of citizenship, including nation, corporation building and 
the idea of the ‘productivity of the multitude’ (Hardt and Negri 2005). 
In other words, ablement, like whiteness, is rarely acknowledged, as it is 
so pervasive and thus not subjected to the exceptionalising processes of 
differentiation as are blackness, disability or homosexuality. Ableism still 
preserves privileged benchmark occupational profiles, where diversity 
is achieved through the insertion of protected characteristics into the 
domain by way of selective modifications such as ‘guaranteed interviews’ 
— disabled academics enter an elusive zone within ‘a matrix of declared 
and hidden rules’ (Morley 2011, 224). Even so, the legal definition of 
disability as being ‘substantial and long-term’ negatively affects the 
ability of disabled academics to undertake agreed ‘normal’ activities, 
leaving this choice to narrow the purview of disability intact. 

It is important to be clear here that a choice is being made in the 
government of disability to narrow the remit of defining disability, 
rather than a more expansive choice. The decision to adopt a minoritisa- 
tion approach — which sees disability as discreet and insular — keeps the 
disabled population in its place as an insignificant minority population. 
This fiction masks the reality that disability could be experienced by at 
least 40 per cent of the population, which, if accepted, has profoundly 
different political and legal implications about how governments 
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understand the diversity continuum. Indeed, there is a veiled subtext 
that disability is somewhat unsatisfactory, and that people should make 
attempts to ‘ameliorate’ their impairments. This ranking of assumed 
pre-set occupational activities, from proficient to impaired, maintains 
an alignment with the binary distinction between ablement and 
disablement. The leakiness and permeability of disability in different 
occupational contexts means that ‘the law’s conception of impairment as 
an inherent feature of an individual claimant’s identity will be increas- 
ingly at odds with people’s perceptions of their lived experiences’ 
(Malleson 2018, 608). Prescribed systems of merit are not only clung to; 
Rosemary Deem argues that there is also a reluctance by UK universities 


to fully engage with equality policies for staff, either in rhetoric or 
reality, [which] may be partially explained by the extent to which 
many HEIs regard themselves as meritocratic institutions in which 
outstanding individuals are recruited on the basis of merit and 
where excellence in learning, research and teaching is actively 
fostered. (Deem 2007, 616) 


Variability does not play an intrusive role in occupational remits; rather 
it acts as a residual ethical foreclosure. There are leakages in practices 
of ableism. Malleson (2018, 608) argues that ‘it is quite possible that 
the conceptualisation of the distinction between able-bodied/disabled 
will follow that of sex, gender and sexual orientation towards increasing 
disruption of the binary categorisation’. Such ableist trajectories erase 
differences in the way humans express our emotions, use our thinking 
and bodies in different cultures and in different situations. In summary, 
then, able-bodiedness circulates and produces notions within a university 
environment of 


e ‘Health’ — wholeness, enhancement/endowment 

e Productive contributory citizens — the ‘competent worker’ 

e ‘Species-typical’ functions — demarcations between human 
wellbeing, ill and injured workers 

e Universalisms — objectivities that can be measured irrespective 
of university, campus and location 

e Possessive individualism (ideas of autonomy, independence, 
being governed by reason) - the archetypical academic, 
although might vary by academic discipline 

e Idea of human normativity (balanced, normalised functioning) 
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e Hegemonic proprioceptive lens (ways of sensing, experiencing 
university employment and relationships) 


Ableism’s relationship to technicism 


My dyscalculia rises like an ugly beast as I undertake the 
mathematical calculations for grading an assessment task. Who 
do I go to for help in working out the formula? I can’t fulfil this 
part of the job description — no one in management must find out. 
(Campbell, diary entry, 19 January 2019) 


Whether we like it or not, we must acknowledge that the acquisition 
of knowledge and skills also involves the acquisition of values about 
that knowledge and those skills (Goodnow 1990, 81). In this section 
I will show that ableist reasoning around the inclusion of disabled 
academics within universities, due to its reliance on various forms of 
technicism, leads to situations of reductio ad absurdum, rationalisa- 
tions that slip into absurdity, whereby disabled academics experience 
forms of gaslighting through, for example, convincing them to believe 
that disability adjustments have been put in place, when in reality they 
have not, leading to feelings of confusion, frustration and a lack of 
recognition of the realities of lived experiences. In effect universities 
redirect the ‘problem’ of equalities compliance by way of communicat- 
ing that the disabled employee is instead the problem (their attitude, 
flexibility, receptivity), creating a disjuncture with attributing systems 
failures. An obsession with techne or procedures can make the dynamics 
that happen in academic relational spaces invisible at best, or at worst 
erased, through the use of ableist tenors and tactics that leave in place 
an uncritical understanding of the productive ‘academic’ body, leading to 
doubt, despair or even self-induced death. However, I am getting ahead 
of myself. 

Technicism, from the word techne, is not merely about an 
orientation towards technical detailing; it is a crafting of argumentation 
or pleading based on certain assumptions of the archetypal academic 
and bodyscapes. In this sense, its focus is in presenting overly instrumen- 
tal views, giving primacy to scientific rationality based on a benchmark 
body (white, heterosexual, abled, male, Christian) that orders and 
structures workplace environments. A technicist mindset frames systems 
— and the people within them —- in terms of resources. It is no accident 
that in many universities, equality and diversity units are located within 
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human resources departments. Viewing employees as resources through 
turning them into objects does not feature strongly in literature about 
equalities debates. 

Resources, like other technologies, are characterological, in the 
sense of being fit for purpose — imbuing the technology with its creator’s 
desires, which are reflected in the technology’s design and purpose 
(cf. Campbell 2009, chapter 4). What is that purpose, you might ask? 
The academic is required to be flexible and able to be shifted about in 
different spaces (online, scheduled classes, meetings), in various inter-/ 
intra-campus locations and time zones — a body-for-hire that augments 
the delivery of education. The notion of time and temporality is filtered 
through these various spatial domains. Despite the rhetoric of personal- 
isation, fitting-for-purpose means that academics need to be moulded to 
fit standardised practices such as ratio of staff, work allocation formulas 
for marking, and built environment specifications (based on optimum 
benchmark bodies to fit furniture, etc.). 

Bourdieu’s (1977) work notes a gulf between technicist quantifi- 
cations of objective time — clocking in — and time as it is practised and 
subjectively understood. This chasm effectively becomes a misrecogni- 
tion, whereby those in power have the capacity to legitimise or withhold 
disabled academics’ use and experiences of time. As Morley (2011, 224) 
puts it, such ‘[m]isrecognition is also perceived as a form of symbolic 
violence in so far as it harms members of socially subordinated groups, 
but in subtle or abstract ways that are often difficult to prove’. Social 
exclusion by way of geographical ‘lock-outs’ and technicism such as 
those mentioned at the beginning of this chapter, has a rippling effect, 
with hostile and humiliating inaccessible environments communally 
impacting all of us, as strangers and friends observe someone else’s 
humiliation and exclusion. Inaccessible environments make and position 
disabled people as problematic bystanders - we, the disabled who 
look in, simply imagine another possibility or, because of the degree of 
inaccessibility, we become alienated from organisational environments. 

Warin et al.’s (2015) work on temporality and the failure of health 
promotion campaigns among the poor can be adapted for our analysis 
of disabled academic experiences. They report a spatio-temporal 
disjuncture between ideas of future (planning) and the tension of dealing 
with the present. Due to daily struggles with disability and academic 
ableism, a disabled academic may exhibit a short horizon in their 
struggle to deal with immediate challenges, resulting in ‘narrowed vistas 
of possibility and [...] improvisational practices’ which are situated and 
limited (Warin et al. 2015, 310). In negotiating prescribed time, disabled 
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academics may have to balance their activities with the embodied impli- 
cations of fatigue, slowness and location (do they work better sitting at 
work or horizontally in bed at home?), to name just a few tensions. 

The unencumbered, sex-neutral employee has replaced the sex 
rhetoric of the main (read, male) breadwinner. The able-bodied worker, 
inscribed as an ‘unencumbered’ worker, is a fictitious employee who 
behaves in the workplace as if he or she has a ‘wife’ at home full-time, 
performing all the unpaid care work that families require, able to be 
beckoned at call as a source of emotional support. ‘This “gold standard” 
worker works full time, year round, is available to work overtime, and 
takes no time off for child bearing or rearing ...’ (Applelbaum et al. 2002, 
8). Disabled academics rarely fit this mould: they may have bodily and 
emotional needs that cannot be mechanically routinised or normalised. 
Abled compensation for encumbrances is more veiled, often being 
absorbed by unpaid gendered care and support provided by a (female) 
spouse or the tactic of adaptation and morphing strategies. It then 
becomes challenging to deal with future goals when there is an ongoing 
disruption between the past, in the form of traumatic experiences, and 
perceptions of the present. This dynamic will be discussed in the final 
section of the chapter. 

Professional development planning for academics embraces what 
Fendler (2001) refers to as ‘technologies of developmentality’,, which 
promote values of choice and progressive efficiency. Here, ‘technolo- 
gies present as regulatory systems, the technologies of management 
that do not just structure the physical environment and make use of 
natural resources but treat people as a resource to be ordered’ (Roder 
2011, 65). Employers, corporations and town planners already engage 
in the unacknowledged process of accommodating the needs of their 
employees, citizens and visitors (without disability). Governments and 
other entities spend money and energy accommodating users ‘without 
denominating it as such’, and this is the hidden aspect of ableist models 
(Burgdorf 1997, 529). 

An ordering of university life takes places across four domains, 
namely enterprise (employee opportunism, pragmatism and 
performance), administration (allocated roles of exchange between 
people, files and machines), vision (a blueprint of performativity) 
and vocation (capacity to be loyal and creative) (Law 1994, 75-81). 
These domains should not be conflated with ableism and bureaucracy; 
rather, the ‘problem’ is not restricted to a field within the uni(scape) but 
attends to the ableist mentality of technicism. As Manfred Stanley long 
ago argued, ‘the true contemporary enemy of the human principle is 
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technicism, a form of social organization that is much more pervasive in 
its impact and influences than bureaucracy’ (Stanley 1972, 913). 

Another twin domain that interconnects with academic ableism is 
law. Here too we find pervasive technicist ableism. Black-letter jurispru- 
dence is obsessed with rule-making and process through the dynamic of 
precedent. The rule entrapment of the law works against its beneficiaries 
through such ideas as ‘reasonableness’, ‘substantially limited’ or even the 
very denotation and purview of ‘legal disability’. This technicism belies 
the fact that objectivity or seeming neutrality is not value-free; instead, 
as feminist and more recently disability scholars have argued, law’s body 
is intrinsically partial and ideological. An example of juridical technicism 
concerns a statement made by a university that a building used for 
graduation ceremonies was deemed accessible even though there was 
no direct access to the stage from the floor in the main auditorium. This 
meant that staff with a mobility disability were unable to process up to 
the stage, and students with a mobility disability were unable to receive 
their certificates on the stage. As the building satisfied the legal accessi- 
bility requirements there was no case to answer — no more to be done. The 
disabled academic could not participate in the ceremony alongside their 
peers because it was actually inaccessible. Yet the technicist assessment 
was flawed and ableist presuppositions were exposed. Functionality was 
minimised — the student cohort was presumed to be abled; expansive 
abledness negates the reality that that there are disabled staff or students. 
Leaving aside the questionable dissonance around the weaponisation 
of law, any further complaint on the part of the disabled academic was 
responded to in the form of gaslighting — the basis of the ‘complaint’ 
was construed as being ‘unreasonable’, trivial or a personal gripe. These 
situations are all too common. Yet still there is a pervasive endurance of a 
belief in law’s capacity to deliver justice (Burgdorf 1997; Campbell 2001; 
Hunter et al. 2010; Malleson 2018; Perlin 1999; Rovner 2001; Thornton 
1996). 


The reasonableness of equality duties 


[i]n order to get beyond [an individual’s disability], we must first 
take account of [that disability]. There is no other way. And in 
order to treat some persons equally, we must treat them differently. 
(J. Blackman, in Regents of Univ. of California v. Bakke 438 US 265 
(1978)) 
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Out of 170 heads of institutions only five (2.4%) disclosed as 
disabled while 5% of staff in support roles disclosed a disability. 
(Martin 2017, 7) 


The UN Convention on the Rights of People with Disability (2006) 
promotes disabled people taking up leadership positions in their 
communities and understands that ‘disability’ is a concept founded on 
an evolving interaction between impairment and relational contexts. 
Under the Convention, “Reasonable accommodation” means necessary 
and appropriate modification and adjustments not imposing a dispropor- 
tionate or undue burden, where needed in a particular case, to ensure to 
persons with disabilities the enjoyment or exercise on an equal basis with 
others of all human rights and fundamental freedoms’ (Article 2). 

Within the Convention, reasonable accommodation is not limited 
to employment, but covers education, accessibility, health, access to 
justice and legal capacity. The focus is on an individual’s case and what 
needs to be done to ensure that the particular person can participate 
fully (though the adjustment may be of benefit to others). Reasonable 
adjustment can be denied if an undue or disproportionate burden or 
hardship is involved, reinstituting a conflation between disability and 
burden, thus making disability equality provisional. In taking into 
account of any characteristics related to disability that may impact on the 
job in order to accommodate the disabled academic’s needs, employers 
need to de-ontologise impairment by reducing the impairment effects to 
‘immutable characteristics’ to avoid any inferences of feigning disability 
or ennobling accommodations. The problem with the immutabil- 
ity argument is that it invokes ethically implicated divisions of ‘innate’ 
(unchangeable) and ‘fluid’ (how people make sense of who they are, 
implying ‘choice’ over disability). There have been moves in the United 
States to propose new categories in law around the idea of voluntary 
or elective disability, to describe individuals who ‘choose’ to remain 
disabled and resist therapeutic programs or medical interventions. This 
‘choice of disability argument could be invoked by universities to justify 
refusals in disability accommodations (see Campbell 2009). 

The current system in most universities in the United Kingdom is 
to corral us like wandering black sheep into a minimalist, grounds-based 
individualised (and hence privatised) reasonable adjustment process 
as determined under ss.20-1 of the Equality Act 2010 via disability 
support, a unit of student services (where such services exist), instead 
of a dedicated employee- and occupational-focused unit committed to 
the principles of universal design. Reasonable adjustment requires an 
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employer to take account of the characteristics related to disability, and 
to accommodate them by, for example, modifying the job or the physical 
environment of the workplace. As Sandra Fredman (2013, 127) argues, 
‘instead of requiring disabled people to conform to existing norms, 
the aim is to develop a concept of equality which requires adaptation 
and change’. Instead, what actually happens produces a distortion, by 
resorting to a reduction to the lowest common denominator, a form of 
procedural violence based on tables of impairment, often bearing little 
resemblance to actual contextualised needs. This dissonance between the 
lived and the tabulated recording process is an example of a humiliating 
practice that can contribute to physical and psychic harm. Furthermore, 
in workplaces, where time often means money, assessments run the risk 
of being reduced to functionality scripts, resulting in the codification of 
need. Hence ‘accommodation’ or ‘adjustment’ has a ring of exceptional- 
ity about it, an extra gesture for which there should be gratitude. This is 
because typical approaches to reasonable adjustment are often predicated 
on the basis of equality as sameness in contrast with substantive equality, 
that is, treating a disabled academic differently without suggesting it is a 
case of ‘special rights’. 

Much power resides in people I have termed technicians of certifi- 
cation (see Figure 12.1), who aim to furnish an enumerative passport, 
a document of truth-telling that becomes a form of ‘notification’, legit- 
imising disability. The enumerative passport is founded on diagnosis to 
access services and in effect enables the credibility of a disability identity. 
There have been huge battles over the delimitation of disability, which 
has resulted in restricted access not just to services but even to coverage 
under disability provisions in equalities legislation (Campbell 2009). The 
enumerative passport further entrenches suspicions and doubts on the 
part of the disabled academic producing distancing-relations between 
them and ‘professionals’ about the embodied realities of disability 
experiences within the academy. Disabled academics surveyed by Martin 
(2017, 7) reported that they are told what support they will receive 
rather than being asked what they require. It is not surprising, then, 
to find low rates of disability disclosure within universities by disabled 
staff.! As Martin (2017, 7) puts it, ‘the term “disclosure” is in itself viewed 
as problematic by some disabled people. Ambivalence about disclosure, 
evidenced here and elsewhere, points to the impossibility of gathering 
reliable information about the number of disabled leaders in the sector 
and beyond.’ (On disclosure, see also Kerschbaum et al. 2017.) 
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ENUMERATIVE PASSPORT - “WHO I AM” 
(Disability Fabrications) 


Access to legitimate identity, 
certain goods & services, welfare benefits & 
legislative coverage & protections. 


Figure 12.1: Technicians of certification. Source: Campbell 2001 


Liisberg (2015, 126-7) has produced a model of three concentric circles 
that delineate approaches to anticipatory duties: (1): the smallest circle, 
a weak response, with a minimalist focus on technical standards; (2) the 
middle circle, amedium-strength duty where compliance with accessibil- 
ity standards is not necessarily sufficient to achieve the necessary level of 
protection; (3) the biggest circle, ensures full accessibility with practically 
no limitations. Instead of a focus on individualised adjustments, antici- 
patory duties respond to disabled people as a group, whereby the duty is 
to anticipate in advance communal accessibility needs. Liisberg suggests 
that UK universities fit into the middle circle, whereas I would suggest 
most universities operate within the smallest circle. Very few universities 
instrumentalise the anticipatory duties requirement of the Equality Act 
2010. When it does apply, the duty is towards students, in their capacity 
as customers utilising services (i.e. resources of the university). 

A recent European Court of Human Rights case that may have 
a bearing on anticipatory duties towards not only students but also 
disabled academics is Enver Sahin v. Turkey (2018). Enver Sahin concerns 
obligations for adjustments within a university setting. The case has been 
included here as it provides an indication of the thinking of the courts 
about the provision of social care as accessibility. As a recent judgement, 
the case has been subjected to limited analysis. The university concerned 
argued that economic and time restraints presented difficulties for 
rectifying the inaccessible environment. Reading Article 14 of the 
European Convention on Human Rights (ECHR) on ‘prohibition of 
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discrimination’ alongside Article 2 of the UN Convention on the Rights of 
People with Disability (‘reasonable accommodations’), the court found 
a violation of Article 14 as there was a failure (1) to identify Sahin’s 
needs and (2) to explore the suitability of accessibility solutions that 
would provide conditions that were as equivalent as possible to his peers. 
Damamme (2018) argues that ‘Enver Sahin v. Turkey is a move towards 
the assessment of the suitability of solutions proposed to [disabled 
people] to provide them access to classrooms in light of the principles 
of autonomy and safety’. How Enver Sahin would apply to the circum- 
stances of disabled staff around autonomy and safety and the anticipa- 
tory duties provided for in the Equality Act 2010 is unclear. 

It is equally uncertain at law as to whether this anticipatory duty 
applies equally to disabled staff, who, while also utilising university 
resources, are nonetheless contracted as employees of the university. 
Referring to the definition of ableism that I provided earlier, technicism 
is weaponised to differentiate disability adjustment requirements of 
staff from students, through the practices of negation — that is, arguing 
that disabled employees are different in genus from disabled students, 
producing two different effects. The first is to prioritise disabled students’ 
needs over disabled staff through making available support from an 
administrative unit that focuses principally on students. Disabled 
staff become an often-unnamed afterthought, invariably zoned out of 
assistive flowcharts. Secondly, technicism enables the instituting of 
academic ableism, which formalises a hierarchy of ranking strategies 
that enable equality measures. Deem (2007, 615) is quite forceful about 
this, arguing that her research data ‘suggests that equality policies for 
staff and students are in tension with each other, that staff policies clash 
with other institutional policies’. 

There is strong resistance to any perceived positive actions 
(affirmative action) within higher education to seriously deal with 
asymmetrical hiring practices and pay gaps for current and prospective 
employees from peripheral backgrounds (Davis and Robison 2016; 
Deem 2007; Morley 2011). It may not be well known that the Equality 
Act 2010 under ss.158-9 makes provision for positive action to 
supplement protected characteristics specified in the Act, especially in 
the areas of promotion and recruitment. Davis and Robison argue that 
these provisions act as a public-sector duty to have regard to the need to 
eliminate unlawful discrimination, which ‘clearly points to the need for 
some pre-emptive action in cases where disparate impact has been clearly 
evidenced’ (Davis and Robison 2016, 90-1). The reality is that in most 
higher education institutions in the UK there is an absence of positive 
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actions. This absence distinguishes our universities from those abroad, 
including low-income nations (Deem 2007, 629). Higher education 
institutions, as champions of the knowledge economy with real social 
capital, need to be brave in leading the way by promoting positive action 
initiatives around protected characteristics, especially disability. 


Academic ableism: Humiliation as violence 


There is a need for us to separate Adele’s little whims from her 
genuine [sic] problems. (Case notes of the agency nurse, Price v. 
United Kingdom, 2001, 34 EHRR1285, at para 16) 


Humiliation as claim does not choose its context. On the contrary, 
the context plays a far more determinative role in deciding the 
form and content of humiliation. It can be generally observed that 
society of the socially dead cannot provide the active context for 
the articulation of humiliation. Or, that a society with heaven on 
earth would make humiliation redundant. In fact, it is the context 
that decides the nature, level, and intensity of humiliation. (Guru 
2011, 10) 


In this final section, I turn to the sentiments expressed at the opening 
of this chapter and explore the humiliating effects of academic ableist 
practices within universities. There was something about the 2001 
European Court of Human Rights case known as Price v. United Kingdom. 
Although this case had received little attention in the literature it rang 
bells for me. While I have never been to prison and do not have the degree 
of physical disability that Adele Price experienced, what I identified with 
were the synergies of humiliation, a process that would no doubt also be 
familiar to other disabled academics. 

Price was brought under Article 3 of the ECHR by UK national Adele 
Price, a woman described as having a four-limb impairment and kidney 
illness due to thalidomide. As a result of refusing to answer questions in 
proceedings at Lincoln County Court she was committed to prison for 
seven days for contempt of court (with remissions, 3.5 days). The judge 
did not enquire where Price would be detained before committing her to 
immediate imprisonment in what turned out to be an inaccessible prison 
facility. Price was first taken to the cells at Lincoln police station overnight, 
then transferred to New Hall Women’s Prison and placed in the prison’s 
healthcare centre due to the general inaccessibility of the prison. During 


ABLEISM IN ACADEMIA 


her imprisonment, Price was unable to access the bathroom, toilet and 
bedding facilities and was initially deprived of a battery to use her power 
chair. While she was provided with some personal care, this was erratic 
and unreliable and as a result Price contracted a kidney infection. In 
this sense, the experience of Adele Price was unremarkable, as disabled 
people in and outside universities are daily challenged to negotiate envir- 
onments that are not accessible to varying degrees and have their bodily 
and emotional health suffer. 

We do not normally think of inaccessibility as a form of inhumane 
and degrading treatment. The Price case was a test as to whether inac- 
cessibility came within the remit of Article 3 of the ECHR. Article 3 states 
that ‘No one shall be subjected to torture or to inhuman or degrading 
treatment or punishment’. This is an absolute right with no exemptions 
or limitations. The Court is required to take into account all the circum- 
stances of the victim. In The Greek Case (1969) ‘degrading treatment’ 
is defined as ‘deliberately causing severe suffering, mental or physical’ 
and ‘inhuman treatment’ that ‘grossly humiliates the [...] individual 
before others or drives him to act against his conscience’. In Tyrer v. the 
United Kingdom (1978), the European Court of Human Rights stated 
that it was enough for the victim to be humiliated in his or her eyes and 
not necessarily in the eyes of others. Inaccessible environments are not 
benign: they occur through a lack of insight, conditioned by the practices 
of ableism, into the situation of difference being modelled on the illusory 
notion of the normative (benchmark) human being. In Price the court 
concluded that inaccessibility is ipso facto material and ontological 
violence — a form of degradation and debasement, even if the parties to 
the action did not intend to violate the psychic and bodily integrity of 
Price. This is an extraordinary judgment, a radical decision swept under 
the carpet, through a process of restricting the decisions to only prisons 
and psychiatric facilities.2 Universities are, however, on notice, as inac- 
cessible environments constitute humiliation and debasement. The 
European Court of Human Rights reaffirmed the decision in Tyrer (1979) 
and found that Price’s Article 3 rights had been violated despite the lack 
of ‘any positive evidence of an intention to humiliate or debase’. 

Inaccessible relations hurt and as such constitute an assault on 
beingness and shape our ontological character. Humiliation caused by 
inaccessibility can lead to low self-esteem, social phobia, anxiety and 
depression, pointing to a link between humiliation and ableist practices as 
a form of harm (Hartling and Luchetta 1999; Torres and Bergner 2010). 
Torres and Bergner (2010) identify four key elements of humiliation on 
which there is general consensus in the literature, namely 
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e Calling into question a status claim 

e There is a public failure of the status claim 

e The degrader has status to degrade, highlighting asymmetrical 
power relations 

e There is a rejection of the status to claim a status, that is, a 
disabled academic is denied recognition of their claim to 
discrimination 


There is no room in the chapter to discuss the phenomenon of micro- 
aggressions: demeaning implications and other subtle insults against 
minorities that may be perpetrated against individuals due to gender, 
race and religious difference, sexual orientation, and disability status 
(Solorzano 1998). Suffice to say that there is an interconnectiv- 
ity between microaggressions and humiliation. Relations that read 
differences as forms of subordination and signs of deficiency produce 
suffering that humiliates and debases. 

I have used the term ontoviolence to capture these effects that 
literally seep into the interior spaces of a ‘cast-out’ person’s beingness 
(ontological framing), producing instant, longer-term and accumulated 
effects of defilements of the body and mind. As Guru (2011) reminds us, 
humiliation always has a context, as does the Convention’s preamble, 
which understands the production of disability to occur within the 
context of interactions. Context and responses of technicism within 
universities towards the disabled academic often mask humiliating 
practices. Indeed, acts of humiliation are a direct attack on equality 
measures and run counter to an ethos of celebrating diversity. This 
is because humiliation is only possible when an individual already 
possesses a sense of self-determination: it is an assault on the self- 
respect of the victim. As Parekh (2011, 23) puts it, disabled academics 
‘have a certain view of themselves and the kind of minimum treatment 
that is due to them. When this is denied and others’ treatment of them 
falls below their expectations, their self-respect is violated.’ The very 
existence of a system of equality law raises reasonable expectations on 
the part of the disabled academic; however, it is the negation of a disabled 
academic’s experiences — an act of ontoviolence that results in the caustic 
harm of humiliation. Ableist practices erode confidence in institutional 
mechanisms to resolve inequalities and are manifested by accumulated 
experiences of ableist defilements. Interestingly, there is a school of 
thought that argues that when self-respect and a sense of entitlement are 
lacking, individuals do not experience of sense of humiliation (Parekh 
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2011). I am not convinced; internalised ableism means that in order to 
survive some disabled staff may accept or tune out ableist interactions. 

Equally, from the perspective of perpetrators, it is difficult to prove 
intentionality where the norms around the debasing of disability are so 
insidious and commonplace that they may not even arise as a conscious 
form of negative intentionality — that is, how institutions respond to 
disabled people. We may ask whether intentionality matters in the final 
instance; should we instead be focused on the effects of the ‘event’? One 
example given by Inckle (2019), a disabled lecturer at the University 
of Liverpool, in response to a request for reasonable adjustment, 
illustrates this point: ‘The university might deem it reasonable for 
you to go downstairs on your bottom in some situations rather than 
schedule you into fully wheelchair accessible rooms.’ I cannot even 
fathom a situation whereby the above-mentioned expectation would 
be considered reasonable. Again, Parekh (2011, 25-6) concludes that 
‘humiliation is most effective when it is so deep and pervasive that it is 
no longer recognised for what it is, but that does not gainsay its reality’. 
Humiliation can involve some not-so-self-evident ironies: a sense of tech- 
nicism’s reductio ad absurdum. 

At my institution there is online diversity training about disability 
produced by an equality consultancy business that I believe contains 
certain offensive assumptions and viewpoints about disability, yet in 
order to comply with equality training protocols, disabled employees are 
required to complete these packages, to further submit to humiliating 
practices as part of their employment contracts. Inckle (2019) points 
to another one of these ironies: her academic department is the School 
of Law and Social Justice and the vice-chancellor of the university was 
awarded a damehood on the basis of services to equality. Bringing about 
complaints means being ushered into processes within the university 
that further humiliate and silence, where the onus of proof is on the 
disabled academic to prove the validity of discrimination. This ontovi- 
olence has the effect of sanitising technicist ableism and redirecting 
attention away from a university’s equality obligations. Ultimately it 
diminishes the contributions of disabled academics to the intellectual 
life of universities. This chapter has threaded together the practices 
of ableism within universities in spotlighting the forms of technicism 
engaged and weaponised to harm and humiliate disabled academics as 
they go about their work. It is clear from European case law that inac- 
cessibility is a form of ontoviolence and that there is a direct relationship 
between accessibility and discrimination. 


THE VIOLENCE OF TECHNICISM 


221 


222 


Notes 


1 Schedule 8, s.20(1) in the Equality Act 2010 states there are limitations on the requirement 
to provide reasonable adjustments in circumstances where there is a lack of knowledge by the 
university of the existence of disability. The service is not subject to the duty if they do not 
know about a person’s disability or could not be reasonably expected to know. 

2 The test used by the European Court of Human Rights in assessing Price’s complaint is 
summarised as follows: (1) The ill treatment must attain a level of severity; (2) any assessment 
of this minimum level of severity is relative; and (3) depends on all the circumstances of the 
case, including (4) the ‘duration of the treatment, its physical and mental effects, and in some 
cases, the sex, the age and state of health of the victim’, and (5) the intention to degrade 
‘whether its object was to humiliate and debase the person concerned, although the absence 
of any such purpose cannot conclusively rule out a finding of violation of Article 3’. 
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13 
A little bit extra 


El Spaeth 


Through poetic inquiry El Spaeth thematises reasonable adjustments. The 
poem represents a raw account of how chronically ill or disabled individuals 
are misunderstood and othered in academia. 


I wear my disabilities like a cape. 

These disabilities have names made by this society: lazy, naughty, 
difficult. 

I won’t stand for long 

I sit cross-legged 

(‘Do I usually do that?’ my psychiatrist once asked) 

I can’t bear pen-clicking in meetings or when I’m teaching or foot tapping 
in rehearsals 

or music played out loud on buses 

so I ask people to stop, please, if they wouldn’t mind. 

Last time it just got louder. 

I use a laptop in meetings to stimulate my brain because doing *just one 
thing* renders me incapable of engaging. 

And because of this, when I write I put films on in the background. 

I work from home when I can 

which is hard for people to understand. 

A previous manager referred to this as ‘a little bit extra’, and said that was 
how I should describe it to colleagues. 

Others call me ‘lucky’. 

But it isn’t a little bit extra. It isn’t good luck. 

It’s what I need to cope in this place that wasn’t built for me. 
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Concluding thoughts: Moving forward 


Nicole Brown and Jennifer Leigh 


Contrary to academic writing conventions, we do not start this final 
chapter with a synthesis of ideas from all the contributions. We will come 
to that; the space afforded here allows us to take a step back and reflect 
on the entire process of editing this collection. As outlined in the preface, 
this book originally came about in relation to and conjunction with the 
‘Ableism in Academia’ conference that was held at the UCL Institute of 
Education in March 2018. Some contributors in this book featured in the 
conference, others attended but did not present and others again were 
not involved with the conference at all. 

What we had not anticipated and therefore had not been prepared 
for was the reality of bringing together this edited book. While we 
wanted to represent a diverse and international range of contributions, 
the impetus from the conference means that the focus of the volume is 
primarily on the UK and the West. Ableism is not a construct that only 
occurs in these contexts, and it is easy to imagine that had we been able 
to include a more international focus that included perspectives from 
the Global South we would have encountered differing perspectives. 
In the West it is difficult to admit, as an academic, to being ‘weak’ or ‘ll’. In 
the Global South, ableism and disability appear to be more prominent as 
an issue, with a need to hide perceived ‘faults’. While we tried to address 
this deficit, through contacting people in the field who were generally 
positive about the need for such a book, none were able or willing to 
contribute directly to this volume within our short timeframe. 

Most editorial teams comment on the difficulty of chasing contribu- 
tions, shifting deadlines and last-minute scrambles. In the case of this 
book, there was the added pressure of working with contributors who 


identified as chronically ill, disabled and/or neurodiverse. The editorial 
reality was one of keeping track of emails and draft submissions that were 
delayed due to illness flare-ups or aggravations of symptoms resulting 
from individuals balancing work pressures with family commitments in 
addition to their ill health. Additionally, there were people who would 
have wanted to contribute, but then felt they could not expose themselves 
for personal or professional reasons. There were also colleagues who 
had started a chapter, but then withdrew because they felt they could 
not produce their chapters in the given timeframe. These changes mean 
that the final volume has chapters from only women authors, which has 
inevitably had implications for the content. 

At the same time, emails are often not the most conducive way to 
communicate, and so misunderstandings occurred, between ourselves as 
editors, particularly in the last few stress-filled days, and between us and 
our contributors. We would like to unreservedly apologise for any words 
that were written too tersely or quickly. We are grateful for the support 
we have had from our editor at UCL Press, who was forgiving and accom- 
modating. The reality remains, though, that fluctuating disabilities and 
illnesses put extra demands on contributors. In everyday experiences 
of dealing with symptoms of disabilities and illnesses, advocating for 
one’s rights while continuing to manage work and family commitments, 
additional tasks, such as a contribution to an edited book, are often the 
first to be moved down in one’s priority list. A huge part of the process 
was therefore managing expectations and navigating emotions, our own 
and each other’s. As a consequence, as editors we worked with shorter 
timeframes than we would have wished for, which in turn resulted in 
ever-tighter turnaround times for final changes and submissions that 
still had to adhere to a fixed publishing timescale within the final few 
months of the UK Research Excellence Framework (REF) deadline. These 
pressures were felt by our contributors and by us as editors (for example 
see chapter 10 on internalised ableism). Ultimately, the practical reality 
of putting together this edited book is an accurate representation of what 
ableism in academia is and feels like. The trends towards productivity 
and efficiency so strongly linked with the neoliberal academy of the 
twenty-first century, and the tensions that this creates in all academics, 
but particularly those with disabilities, chronic illnesses or neurodiver- 
sity, was played out in the preparation of this manuscript. 

The chapters collected here bring together a range of theoretical 
perspectives that include feminism, poststructuralism (such as Derridean 
and Foucauldian theory), crip theory and disability theory. They use 
technicism, leadership and theories of social justice and embodiment 


CONCLUDING THOUGHTS 


227 


228 


in order to raise awareness and increase understanding of the margin- 
alised — that is, those academics who are not perfect. They place these 
theories in the context of neoliberal academia, which is far away from 
the privileged and romanticised versions that exist in the public and 
internalised imaginations of academics, and use those theories to 
interrogate aspects of identity and of how disability is performed, and to 
explore how and why, as Campbell states in her chapter, ableism is not 
just a disability issue. 

Many of the chapters take a very personal, reflective perspective in 
order to translate experience into theory, as seen in the poetic contribu- 
tions from Spaeth, Rode and Jindal-Snape, and chapters by Campbell, 
Andrews, Finesilver, Rummery and Griffiths as well as those written by 
us. Some authors specifically focused on autoethnographic perspectives 
and using this particular methodological approach to constructing and 
creating knowledge and sharing experience, such as Griffiths, Rummery, 
Finesilver, Leigh and Brown. These chapters did not tackle the same 
topics, and yet have been placed and paired so that they complement 
each other. For example, where Leigh and Brown consider aspects of the 
personal and political nature of internalised ableism using an embodied 
approach, perfectionism, pain and wellbeing, Rummery also uses auto- 
ethnography to explore how the personal journey and experiences lead 
to political engagement and activism, and the barriers faced therein by 
someone with a disability. The activism that both these chapters describe 
also features in Andrews’ chapter on the autoimmune, and the invisible 
nature of disability. She draws on Derrida to demonstrate how the cycle 
of needing to do harder work (to prove oneself) leads to more destruction 
(physical ill health), which in turn results in less work. She challenges 
the norms of academia and uses her own lived experience with an 
autoimmune condition to create theory around ableism. Similarly, 
Campbell’s chapter on technicism explores ableism in the context of the 
law, and shapes her theory from her own and others’ lived experiences. 
She considers the meaning of discrimination and humiliation. 

Humiliation can be considered close to paranoia, in that we become 
paranoid in part because we fear humiliation (among other degrad- 
ations) and concern over how we are perceived by others. Aspects of 
paranoia occur in Rode and Snape’s poems as well as Andrews’ chapter 
and those by Leigh and Brown, Finesilver et al. and Peruzzo. Peruzzo’s 
voice is unique in this book, as she explores being an outsider in disability 
research, and the validity and personal experience of someone who does 
not claim or disclose a disability being engaged in the discourse. She asks 
us to consider who should be talking about these issues, who should be 
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involved in the conversation, and takes a poststructuralist approach to 
consider the power and dominance and need for necessary critique from 
that outside perspective. These are poignant thoughts when considered 
from a social justice angle privileging lived experience over theoretical 
knowledge. In contrast, and placed alongside, Griffiths uses autoeth- 
nography to explore the insider status of a disability researcher, the 
complexities of invisible disability, and considers how this impacts on 
disclosure in academia, reflecting on her experiences in law practice. 
Brown also explores the idea of disclosure in her chapter, drawing on 
research with academics with fibromyalgia, and her chapter, along with 
Martin’s, are the only two that use ‘research data’ in the conventional 
sense in their work. Brown reflects on her positionality, and the impact 
of disclosure and language on her research participants and herself. 
Gillberg approaches the idea of disclosure differently, as she hones in 
on the ideas of the construction and gatekeeping of knowledge, social 
justice, activism and participation within the academy from a feminist 
perspective. Feminism is a motif that appears through several other 
chapters in this book, as it figures significantly in the development of 
critical theory and the validity placed on lived experiences in higher 
education. 

The last thread woven throughout this volume is that around 
embodiment. While it is central to some chapters (such as Leigh and 
Brown, and Finesilver et al.), as might be expected given the nature of 
our research interests and background, embodiment also appears in 
many other chapters. Campbell explores the idea of ‘soma-epistemology’, 
while Andrews, Griffiths and Peruzzo also refer to various aspects and 
understandings of embodiment, including sociological and anthropolog- 
ical theories. This is important to note, as it demonstrates that scholars 
from diverse disciplines recognise that ableism, illness and disability are 
experienced with and through the body, and from these experiences we 
construct and understand theory. This volume as a whole fills in a gap 
between the lived experiences of those with chronic illness, disability 
and neurodiversity in academia. 

What the collection shows is that, despite the emotive and 
sometimes bleak picture that is being painted throughout all these 
contributions as they discuss humiliation, pain or the personal journey 
towards disclosure, for example, there is still hope. In their unique ways, 
whether that is as a poetic expression or as a report on an empirical study, 
as an autoethnography or philosophical position paper, all contributors 
seek to educate, to raise awareness and to advocate, despite the potential 
detriments to their career and/or health and wellbeing. In this sense, 
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the book is a reflective but forward-looking project that draws on the 
personal, experienced past in order to show the public present and to 
focus toward the future. 


Ableism in higher education: What next? 


As a sector, higher education has seen drastic changes over recent 
decades, with an increasing emphasis on equality and inclusion 
(Kerschbaum et al. 2017; Dolmage 2017; Price 2011). Initiatives such as 
Athena SWAN and the Race Equality Charter have led to more awareness 
of exclusionary practices, and there is a need to be clear on the policies 
for the REF and the Teaching Excellence Framework. The sector has 
become aware of concerns around the health and wellbeing of students 
and staff. Institutions are responding to these changes, and yet their 
responses are often fragmented and not well coordinated. 

Statistics highlight serious issues in relation to disclosure rates: 
16 per cent of the working age public disclose a disability, neurodiver- 
gence or chronic illness, but less than 4 per cent of academics working 
in higher education do so (see Brown and Leigh 2018). In many cases 
institutions do not know how to respond to staff needs when they 
are disclosed. The current reactive approach to equality, diversity 
and inclusion across the sector means that high-quality researchers, 
academics and professional staff are unable to engage to the best of their 
abilities and/or do not apply for open positions. 

What is required instead, is an active approach to bring about 
change in research approaches and at policy level, which will ultimately 
lead to attitudinal changes. Higher education as a research field is in 
itself complicated. Many researchers come into the field from their 
specific disciplinary backgrounds, which leads to higher education 
research being fragmented (Harland 2012; Tight 2014) rather than 
unified (Brown and Leigh 2019). In addition, the emphasis of research 
lies on student experience, learning or developing teaching practices 
(Tight 2004). It is only recently that research on staff experience has 
gained traction, not least due to the significant changes in contractual 
conditions and precarious working environments of scholars in today’s 
globalised, marketised academy (e.g. Mark and Smith 2012; Opstrup 
and Pihl-Thingvad 2016; Darabi et al. 2017), although initial reports 
relating to stress in academia were already available in the 1990s (e.g. 
Abouserie 1996; Blix et al. 1994). Yet within that focus on academic and 
professional staff within the higher education sector, particular topics 
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still remain unexplored, of which the experience of disabilities, chronic 
illnesses and/or neurodiversity is one. A more strategic and systematic 
approach to these lived experiences within academia would be very 
welcome, and is much needed, as the interest in the original conference 
and the edited book have shown, too. 

Astrengthened focus on and reinforced interest in the experience of 
disabilities, chronic illnesses and/or neurodiversity in higher education 
need to take account of several considerations. In line with the disjointed 
higher education research field, and as this book shows, nobody - irre- 
spective of whether or not they are disabled, chronically ill and/or neuro- 
diverse, or which disciplinary background they are from —- should be 
excluded from theorising their experiences, but should be encouraged to 
add new perspectives to the field. It is all too easy to dismiss experiences as 
imagined or ‘in your head’; the reality remains that even if discrimination 
and ableist attitudes are not intentional, they are felt. For some scholars, 
disability studies as a field provides the much-needed theorisation of the 
disabled experience; but not everyone will identify with the field equally 
strongly and may struggle to come to terms with disability, illness and/ 
or neurodivergence on a personal level. Again, such experiences must be 
taken seriously, accepted and used to inform policy and practice. This is 
where an attitudinal change is key. Unfortunately, change generally takes 
time, but attitudinal shifts often mean that resistance to change needs 
to be overcome (Eagly and Chaiken 2014). In relation to disabilities, 
attitudinal changes tend to happen through specific interventions, such 
as the reduction of discomfort experienced by non-disabled persons, 
presenting non-disabled communities with relevant information and 
fostering empathy (Donaldson 1980). Systematic research, autoethno- 
graphically inspired investigations, books and articles need to become 
more prominent (see for example Brown forthcoming), as there are 
many gaps that even this book has not been able to fill. 

As a first step in the right direction, we would like to share the 
knowledge we have gained through the lightning talks and the workshop 
at the conference, the synchronous and asynchronous discussions related 
to the conference, and the formal and informal conversations we have had 
with colleagues as a result of the conference and our publications, as well 
as through the contributions on hand. We also draw on the results from 
three different research projects over the course of the last three years, 
along with ongoing work in our own and other institutions to shed light 
on ableism in academia. We used these to compile a practical document 
that shares causes for concern within academia before presenting some 
recommendations for practical implementations in higher education 
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institutions. The delegates from the ‘Ableism in Academia’ event wanted 
exactly this type of practical document to take back to their own institu- 
tions, and so it is another direct result from the conference. It is more 
than a manifesto. It does not simply list what we want; instead it sets out 
in clear, business terms the risks to a university when it does not address 
ableism, and then gives clear, achievable recommendations to challenge 
the status quo, and to enact change. 


Causes for concern in higher education institutions 


Staff support 


Student support is often well developed and easily accessible, whereas 
staff support is often separate, or linked to cumbersome access-to-work 
assessments with a smaller budget. In some universities staff register as 
students to be able to access adjustments, resources and support that is 
otherwise unavailable. This normalises the assumption that academic 
staff are able-bodied. The kinds of conditions that might require support 
include specific learning disabilities such as dyslexia, cancer, menopause, 
chronic illnesses, neurodiversions such as autism, ADHD, age-related 
impairments such as hearing loss, mental health difficulties and physical 
disabilities. 


Conferences 


Promotion frameworks often require evidence for international impact, 
networking with colleagues on an international level and/or conference 
attendance. However, many disabled, chronically ill and neurodiverse 
staff find conferences inaccessible (see Brown et al. 2018). Issues such 
as travel, fatigue and the accessibility of rooms and buildings can inhibit 
attendance, and remote attendance is often either discouraged, or looked 
on negatively as a sign of lack of commitment. In-house conferences 
do not always factor in accessibility considerations with a centralised 
checklist that each symposium or event should adhere to. 


Promotions 


Lack of access to support and fewer conference attendances, in addition to 
the extra time, effort and money required to manage a chronic condition, 
means staff often feel that they cannot achieve promotions or maintain 
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a career in academia. They are either not applying for promotion, or 
not achieving it at the same rate as their peers. This is evidenced by the 
higher proportion of disabled staff nationally on zero-hours contracts or 
in part-time work, and the much smaller number of those in leadership 
roles who disclose a disability, neurodiversity or chronic illness. 


Cultural and attitudinal concerns 


Staff with disabilities or chronic illnesses report being stigmatised, 
challenged and questioned quite overtly, with some saying that they have 
been told they should not be trying to pursue a career in academia as 
they would fail anyway. Such an environment is not conducive to work, 
and impacts students’ experiences. If staff are encouraged not to disclose, 
students do not have relevant role models. An institution therefore loses 
potentially high-quality staff and students. 


Remedial work 


The common approach of remedially responding to an individual’s 
needs is not the most cost- or time-effective use of resources. In many 
cases the adjustments made would improve the experience of others. 
Ideally, universal design would be built in. A simple example is changing 
logos, branding and PowerPoint slides so that writing is not in a serif 
font in black lettering on white backgrounds. This benefits those who 
are dyslexic, have sensory processing issues and/or Irlen syndrome, and 
does not adversely affect the majority of the staff and student population 
— in fact, many report they find it easier to read. Such universal design 
can be applied to many aspects of both staff and students’ experiences to 
support learning, teaching and conferences. 


Moving forward in higher education 


The changes required are not quick fixes or developments that will be 
implemented overnight, as ultimately the entire change of an ingrained 
and embedded culture of ableism is required. However, in addition to 
those simple changes mentioned above, there are some more steps 
individuals and institutions can take to move things forward. 
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Strategy and policy 


A clear strategy with a five-to-ten-year plan and the outline of a vision for 
what an accessible, inclusive and diverse university looks like provides 
the overarching framework. This is essential for charter marks such as 
the Athena SWAN but also for other institutional and national initiatives 
and frameworks. Such a clear, detailed equality, diversity and inclusion 
strategy needs to be set in motion with a policy signed off from the highest 
levels. The policy should entail quantifiable commitments such as ‘all 
new buildings will meet the needs of 90 per cent of all staff and students’ 
or ‘all events need to make use of the centrally available resources’. The 
policy could be linked to separate policies for specific conditions such as 
menopause (as first implemented at Leicester University; see Leicester 
University 2018), or be more general, given that many adjustments for 
specific conditions would also improve working life for others. Ideally, 
the implementation needs to be backed by high-quality institutional 
research and therefore seen as valuable by academics and professional 
services alike. Strategies and policies used in this way allow best practice 
to be showcased and disseminated across the sector. 


Equality, diversity and inclusion ambassador or envoy 


The role of an ambassador or envoy is to enforce the strategy and policies. 
All departments and professional services would be accountable and 
report to governance structures where needed. For example, if the policy 
says that all events need to be accessible, then the ambassador needs to 
have the right to check up on that, and follow through with sanctions. No 
policy or vision will be followed through or maintained in the long term 
if there is no enforcement. 


Financial commitment 


The implementation of the role of the ambassador and changes required 
(e.g. funds to support travel to conferences and the provision of 
support assistants for access-to-work paperwork) will require financial 
commitment and a budget. If the structures are changed to support staff 
disclosures, there has to be a budget to support them. 
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Leading by example 


The validation of new modules, the implementation of new buildings, 
the employment of new staff etc. should all be checked against the 
comprehensive equality, diversity and inclusion policy. If all areas and 
aspects of academic life are governed by the policy, if staff are able to 
disclose their conditions, students will feel they have role models and 
opportunities to engage in education ‘despite’ their needs. 

Ultimately, the aim of a comprehensive equality, diversity and 
inclusion approach would be to make a university a truly inclusive, 
diverse and accessible place, where gender, race, ethnicity, disabil- 
ities and chronic illnesses, neurodiversity and sexual orientation are all 
treated with equal respect and commitment. 
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ABLEISM IN ACADEMIA 


Afterword 


Jennifer Leigh and Nicole Brown 


As we finalise the last edits to this manuscript, the context of higher 
education has changed suddenly and unexpectedly due to Covid-19. 
By the end of March 2020, in the UK and across the world, people 
and governments are scrambling to control and contain a pandemic. 
Governments have mandated that the population practise social 
distancing, work remotely and stay home wherever possible to reduce 
the spread of this novel coronavirus, and to protect the vulnerable — 
that is, those who are elderly or who have underlying health conditions. 
Higher education institutions move to provide teaching and assessment 
online, with academics and students having to quickly learn how to 
use new technology and introduce different pedagogical and research 
approaches. 

In many ways this can be interpreted positively. It shows that it 
is possible to work remotely, and that it can be effective and efficient. 
Physical presence may no longer be seen as a requirement for teaching, 
learning, research and the dissemination of research. The barriers 
around lack of accessibility that those with chronic illness, disability 
and neurodiversity have encountered may be tumbling down. Inability 
to attend physically may no longer be seen as a barrier to promotion 
and progression. Institutions are rolling out technology and guidance to 
ease access, and it is hard to see that these will be taken away once we 
have ridden out this current crisis. Those of us who live with measures of 
social distancing already are used to isolation and practised at engaging 
online, and we are happy to share our experiences so others may learn 
and adjust to these new ways of working and living. The able-bodied 
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academy has much to learn from those in our position as we suddenly 
become the experts. 

And yet. On Twitter and other social media, while there is much 
appreciation for the sudden increase in access and accessibility, there are 
undercurrents of anger and fear as well. Many of us who are chronically 
ill, who are disabled, who are neurodiverse have been asking and fighting 
for access and accommodations for remote working, remote presenta- 
tion and remote learning for a long time, and all too often these demands 
remained unanswered. There is a frustration that it has taken a pandemic 
and the threat to the able-bodied for these working practices to become 
accepted as mainstream. The feelings of vulnerability, anxiety and fear 
that many people are experiencing as we write are present for those of 
us with chronic illness, disability and neurodiversity all the time, but 
now we have a new fear. If we have an underlying health condition, and 
live every day knowing the cost to us if we fall ill, then this is magnified 
with the increased pressure on ICU beds and ventilators. As disabled or 
chronically ill people, are our lives seen as less important? If medical 
professionals have to choose who has access to life-saving resources, will 
those of us with underlying health conditions or disabilities be seen as 
expendable? What happens once countries are starting to reopen after 
lockdown and reboot their economies? What are the implications of 
post-lockdown strategies for disabled staff (Brown et al., forthcoming)? 

Things are changing day by day. Some countries are showing signs 
of recovery while others have the worst yet to come. At some point, 
hopefully soon, we will be in a position to look back and reflect on how 
this crisis has changed conversations around accessibility, disability 
equality and ableism in academia. 
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Rather than embracing difference as a reflection of wider society, academic ecosystems 
seek to normalise and homogenise ways of working and of being a researcher. As a 
consequence, ableism in academia is endemic. However, to date no attempt has been 
made to theorise experiences of ableism in academia. 


Ableism in Academia provides an interdisciplinary outlook on ableism that is currently 
missing. Through reporting research data and exploring personal experiences, 

the contributors theorise and conceptualise what it means to be/work outside the 
stereotypical norm. The volume brings together a range of perspectives, including 
feminism, post-structuralism, crip theory and disability theory, and draws on the width 
and breadth of a number of related disciplines. Contributors use technicism, leadership, 
social justice theories and theories of embodiment to raise awareness and increase 
understanding of the marginalised in academia. These theories are placed in the 
context of neoliberal academia, which is distant from the privileged and romanticised 
versions that exist in the public and internalised imaginations of academics, and used to 
interrogate aspects of identity, aspects of how disability is performed, and to argue that 
ableism is not just a disability issue. 


This timely collection of chapters will be of interest to researchers in Disability Studies, 
Higher Education Studies and Sociology, and to those researching the relationship 
between theory and personal experience across the Social Sciences. 
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